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And then the Lord God formed man of dust from the ground, 


and breathed into his nostrils the breath of life.... 
Genesis 2:7 


The God who made the world and everything init.... 


gives to all men life and breath and everything. 
Acts of the Apostles 17:24-25 


PREFACE 


Theresa is a remarkable woman who has written a 
wonderful book. 

It is a simple book, describing her childhood, how she 
lives, her family, her marriage, her political activism. But, it is 
not a simple story. For Theresa was struck by polio in the 1953 
epidemic and has spent the rest of her time living in the unique 
world of someone with a serious physical handicap. 

Most of us really don’t know much about being handi- 
capped. We are not aware of the struggle, frustration, feelings 
and ambitions of trying to achieve a sense of normalcy in an en- 
vironment that is neither helpful nor responsive. 

Theresa brings this to life in an honest, open way. She 
hides nothing of herself or those around her and thus opens up 
for view a fascinating story of how someone manages to over- 
come innumerable barriers in achieving a fulfilling life. 

There is a great deal of love in this story. Of friends, 
doctors and family who cared for Theresa, and how she cared 
back. Her husband, Clifford, stands out in his own way as a re- 
markable man. 

Of course there are those who are not so nice. Theresa 
documents her fights with bureaucracy to gain proper care and 
there is always in the backdrop, the sense of a world that goes 
by oblivious to the needs of those handicapped who want to be- 
come full members of society. 

I first met Theresa when she was involved in one of 
her many useful causes giving better transportation for the 
handicapped. Since then, I have had many occasions to meet 
and talk with her on political matters. When she first asked me 
to write a short preface to her book, I was flattered and sur- 
prised. After reading it, I am honoured and enlightened. 

It is a book that has opened my eyes. It has made me 
feel good to know that there is a Theresa Ducharme in this world. 


— Lloyd Axworthy 


Grateful acknowledgment is made to Reverend Eric Jensen, S.J., 
co-editor, Reverend Victor Soroka, O.S.B.M., Larry Sawchuk, 
brother and donor, Davies Chimney and Roofing Co. Ltd., 
Vancouver, B.C., the Mennonite Central Committee of Canada, 
Darryl Torchia and Caro} Picard, editorial consultants, and to all 
the generous donors who will receive an autographed copy of 
my book. Thanks is given to all those who complemented the 
book with permission to use their photographs. 
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INTRODUCTION 


The great polio epidemic of 1953 hit more than 2,300 
people in Manitoba. I was one of them. I was eight years old at 
the time, and I was lucky — 90 people died. Of those who sur- 
vived, some were married and saw their marriages break up be- 
cause of their paralysis. Some were about to be married and 
were abandoned by their loved ones. One thousand two hund- 
red forty-five polio victims were admitted to the King George 
Hospital here in Winnipeg in 1958, and after all these years, 20 
men and women are still confined to a ward on the second floor, 
most of them paralyzed, like me, from the neck down, and un- 
able even to go to the toilet without assistance. Many live in 
iron lungs or on rocking beds which see-saw back and forth, 
helping them to breathe. Some, like me, have respirators fitted 
to their wheelchairs and connected to an air tube plugged into 
an opening in their throats. Some can walk, and some, like me, 
can move only an arm or a few fingers. 

All of us have had to struggle with feelings of anger 
and self-pity, with bitterness and resentment, and with doubts 
about God’s goodness and about the meaning of life. Many of 
us have wondered at times whether life was worth living, whe- 
ther we could or should go on. And some of us have experienced 
miracles. 
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I am among the lucky ones who were able to leave 
the hospital and grow up at home with my parents and brothers 
and sisters, who fed me and washed me and dressed me — and 
with neighbors who assisted and encouraged me and made me 
feel like a normal human being. But even a family home can be- 
come a prison, especially for someone who is totally dependent 
on the care of others. As I grew up I longed not only for an 
active life but also for a husband and home of my own. And yet 
J did not have the faith to believe that this was possible, or the 
courage to accept love and marriage when it was offered to me. 
God had to come into my life in an almost incredible way, and 
even then I needed the encouragement of friends. 

Fortunately, I have many. I think first of all our 
neighbors, especially Papa Higgins, who always called me ‘“‘my 
daughter,” and Mike Ryback and his son Ken, who helped my 
mother care for me in the early days before home care programs 
existed. I think of Anne Myers, who has been a second mother 
to me from the time I was a teenager, and who continues to en- 
courage me in everything I undertake. I think of Sarah Fehr, 
who contracted polio in the U.S. the same year that I did, who 
now lives in Winnipeg in her own apartment, though confined 
to a wheelchair, and who has been a close friend and supporter 
for many years. 

My doctors have all had major roles in my life, since, 
without their medical skill and wise counsel, I would probably 
still be in an iron lung in the King George Hospital. It was Dr. 
Ruben Cherniack who first brought me to the Health Sciences 
Centre and, with his assistant, Dr. Bryan Kirk, put me on the 
road to an independent and productive life. Dr. Joe Lee has 
carried on where they left off. Dr. Allan Downs performed my 
many tracheotomies, while Dr. Chris Wolkenstein, my anaes- 
thetist, insists that I used to guide him while I was under the 
anaesthesia: ‘‘Change my rate .... Change my pressure ....” 
Dr. Allan Berkal, my psychiatrist, continues to be a mainstay in 
my life. He can attest that I still suffer from occasional bouts of 
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amnesia, which is why I may have neglected to mention some of 
my friends in the introduction or in the pages that follow. 

But I could never forget my uncle, Father Victor 
Soroka, of the Basilian Fathers, who never failed to strengthen 
my spirit, even by long distance phone calls. And I called him 
many times, usually collect, in Ottawa and Toronto. 

Shirley McLaughlin, now Mrs. D. Gordon Muller, also 
a victim of polio, was the one who encouraged me the most, be- 
cause she married and became the mother of an adopted child, 
and made me believe that I could do what she had done. Per- 
haps it was through talking with my friends Emily Paulson and 
Maurice Gervais, who has multiple sclerosis, trying to persuade 
them to marry, that I was eventually forced to set them an ex- 
ample by following my own advice. It worked: they are now 
Mr. and Mrs. 

But nothing would have been possible without 
Clifford, the man who loved me and made me his wife, and 
who has continued to love and care for me and put up with me 
ever since. 

And then there is Betty Banister, a mother, a grand- 
mother, and the author of Trapped: A Polio Victim’s Fight for 
Life, which was published in 1975. She is one of those twenty 
wonderful people still in the King George Hospital, whose crea- 
tivity and courage often put me to shame. Betty blazed a trail 
for me with her book. As she says in the foreword, ‘‘Everybody 
here has a story. It just happened that I wrote mine.” 

My story was spoken, not written. It was recorded on 
cassette tapes and then typed by my sister, Lovie. Father Eric 
Jensen, S. J., edited the typescript for publication. 

Further original material and editing were provided 
by Carol Picard, formerly of The Winnipeg Tribune, and my 
friend, Darryl Torchia who helped to bring the manuscript to its 
final form. 

Many individuals and organizations generously assis- 
ted with funds. I especially want to thank the Honourable Lloyd 
Axworthy for writing the Preface. 
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And so here it is — the story of Theresa Sawchuk 
Ducharme, loud-mouthed political activist, passionate crusader 
for the rights of the disabled, wife, woman, human being, and 
child of the Father, into whose crippled body God has breathed 
the breath of new life. 
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1, OUT OF THIS WORLD 


On May 11, 1975, I died and went to heaven. Getting 
there was not much fun. I had been on a portable respirator for 
six months, and I went home for a weekend with my mom, who 
agreed to look after me, despite her lack of professional training, 
advanced age, and poor health. I had to have someone with me 
constantly, in case the machine stopped, in order to give me art- 
ificial respiration with a small ‘‘ambu-bag,” a sort of balloon to 
be attached to the opening in my throat for pumping air into 
my lungs. 

My mom was in her late sixties then, a widow, with a 
heart condition. The doctors asked her, ‘‘Mrs. Sawchuk, are you 
willing to learn how to use this respirator? Theresa cannot be 
left alone. Her life depends on this machine. If it fails, she will 
have to be rushed to the hospital, and you will have to keep her 
alive until the ambulance gets here.’”” My mom said she was will- 
ing to do anything — she was living for her children. And so I 
was sent home for a weekend. 

What my mom hadn’t mentioned was that she was 
taking sleeping pills. Looking after me alone was not easy for 
her. She was getting more and more tired physically and emo- 
tionally, and she was unable to sleep. So she was taking pills. 
And I was unable to wake her up at night. I began to get more 
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and more frightened. My mom would say, “‘Ask for everything 
you need now, Theresa, because there’s no way I can wake up 
for you; that’s how tired I am.”’ 

I began to wonder what was going to happen to me if 
the machine conked out in the middle of the night, and I gradu- 
ally became terrified. I started getting headaches from all the 
tension I was experiencing. 

On the night of May 11th, my head ached so badly 
that I started calling out to my mother. My brother, Michael, 
was sleeping in the far bedroom, and he must have woken her. 
The pressure was building in my head, and I kept screaming to 
my mom, and then I realized she was on the phone to the doc- 
tor. He told her to give me a pill, that it was probably just an- 
xiety. Even the bed was painful to lie on. I felt as if someone 
was sawing the top of my head off. My eyes started rolling ar- 
ound, and then my tongue stuck out and I bit right through it. 
Blood began to collect in my throat. I couldn’t breathe. I had 
no control over my body, and my thoughts and emotions were 
going wild. My mom was standing there beside me, holding her 
chest with her own pain, while I was screaming and writhing on 
the bed. Finally she phoned the emergency number and I was 
rushed to the Health Sciences Centre. 

I had had an epileptic seizure, and a blood vessel had 
burst in my head — ‘‘ a venous subarachnoid hemorrhage and 
convulsion.” I was unconscious, for how long I don’t know. 
Then, as I lay there, I could hear voices — the voices of the doc- 
tors standing around me. They couldn’t explain what was caus- 
ing the pressure in my head. They didn’t know whether I would 
regain consciousness or, if I did, whether I would be able to 
speak again. All these voices, discussing, worrying. They didn’t 
seem to think I could hear them. They left me alone. And then 
suddenly it was as though I was floating, suspended in air, in 
bright sunshine and soft light. I seemed to be lifted out of my 
body, and yet I had another body,whole and complete. My 
arms and legs were not short, as they are in my physical body. 
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My head was not too large, my torso not too small and fat. I 
was perfect, and though I had no clothes on, I was not naked. 
I was not attached to any machine or respirator, and I was 
smiling. 

Everything was beautiful, although there was nothing 
around me but light and spirit-clouds or spirit-bodies in clear 
white clothing. They were hovering over me, and I was so happy 
I didn’t want to leave this place or state of being. But at the 
same time, I could hear beautiful female voices saying over and 
over, “Theresa, you must return to earth and profess your faith 
through the gift of love and marriage. ... You must return to 
earth. ... You shall be married... .” 

When I awoke, there were doctors and nurses all ar- 
ound me, and Clifford was there beside me. I said, “Honey, I’m 
going to be your wife — the angels just told me.” 

The doctors must have thought I was delirious or out 
of my mind. But Clifford was holding my hand, and he started 
to cry. We were both so happy, and I knew that this was the 
turning point of my life. My fear of death was gone. I under- 
stood now that I had a purpose in living. Somehow, my life had 
been extended. It was a gift — a gift to me and to Clifford and 
others, a gift to be used in serving the Father, in serving our 
Lord. From that moment, Clifford and I made a commitment 
to love each other by loving God first and foremost. Everything 
that led up to this moment took on new meaning for me, and 
everything that followed has flowed out of this gift of life and 
love. 
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2. GROWING UP IN AN IRON LUNG 


Long before I was born, I was hospitalized. I was con- 
ceived by Bill and Mary Sawchuk. I came to life through the gift 
of their love. My mother was not happy at all in the suffering 
she went through in carrying me. She was anemic, and so she 
had to be hospitalized in the middle of her pregnancy. I was 
born on the tenth of March, 1945, and I was named Theresa, 
after Saint Theresa of the Roses, who was also born in March. 

I was brought home to the town of Transcona, now a 
suburb of Winnipeg, and I settled into our house, which my dad, 
who was a carpenter, had built with his own hands. I was the 
eighth child in the family, and I came home to four brothers 
and three sisters. I know I was loved by my brothers and sisters 
but especially by my sister, Lovie, who was born three years 
later. Ours was a large family of nine children, and we were very 
poor. My father worked as a carman on the Canadian National 
Railway, and he did his best to support us. 

When I was six I started school. Central School in 
Transcona was about seven blocks from where we lived, and I 
went there and joined the other grade-one pupils. Mrs. Hammond 
was my first teacher. I liked school. I liked reading and writing, 
arithmetic and spelling. [had little friends to walk back and forth 
to school with. I loved being outdoors, and I loved to be with 


my brothers and sisters, even though most of them were much 
older than I was. I also loved summer holidays. 

July of 1953 was much like every other July in Mani- 
toba. Long, hot, sunny days. Cloudless skies. And, for an eight- 
year old, a seemingly limitless number of days stretched ahead 
— days in which to play hours of kick the can, red rover, hide- 
and-seek — gathering up whatever other neighborhood kids we 
could find. 

We'd race up and down streets, calling on our friends, 
tracking down pairs and trios who’d already gone out to play. 
We had chores to do before we could escape but we helped 
each other so we could get out faster. No one ever had any real 
plans, but we all had fertile imaginations and before the after- 
noon was over we’d have rags rolled up into dolls and the walls 
of a make-believe house scratched out in the dirt. 

At night, after dinner dishes were dried and put away 
and the floor was swept, we’d call on our friends again until it 
was dark, and then straggle home to bed. Often in the evenings 
we’d just sit around the radio in someone’s house, listening to 
Amos ’n Andy, or Fibber McGee and Molly. 

That summer our favorite radio programs were often 
preceded or followed by news reports on the polio epidemic. 
We never thought of it as anything but ‘‘the epidemic.’ The 
radio announcer’s voice sounded suitably dire as it crackled 
across the air, four or five times an evening, announcing the up- 
dated figures on admissions to the King George Hospital and the 
death toll. He appealed for volunteers hourly — doctors, nurses, 
anyone who could help. He warned of the symptoms, the high 
fever, stiff neck, painful joints, that would signal the onslaught 
of “‘the epidemic.” 

“What’s an epidemic?” I would ask my mother. “Why 
does everyone seem so scared?” 

And then neighbors started coming in saying things 
like, ‘“My husband was just taken to the King George Hospital, 
Mary. He had a high temperature. He wasn’t feeling good.” And 
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then my mom and the neighbor would start to cry together. 
Meanwhile, the radio continued to announce the numbers of 
people taken to the hospital, and the numbers of doctors and 
nurses and volunteers who were called in to deal with the crisis. 

On Sunday morning, the 25th of July, I was dressing 
up in my little hand-me-down coat, my little red coat — I still 
remember the black velvet on the pockets and lapels. I was get- 
ting ready to go to church with my family in my dad’s 1952 
Chev. I told my mom] was feeling weak and hot and faint. Right 
away, Mom got on the phone, and said to my brothers and sis- 
ters standing around me, ‘‘We’ll have to take Theresa to the 
hospital. There’s no way she should be this hot.’”’ One of my sis- 
ters nudged me, and I felt a sharp pain in the arch of my back. 
Then I threw up very violently. And so, instead of going to 
church in my dad’s green Chev, I was driven to the King George 
Hospital. 

We drove silently across the city, my mother holding 
me upright under her left arm, my father clenching his jaw at 
every stop light. 

At the King George Hospital, the fear in the air was 
claustrophobic. We were seated on a hard bench in a waiting 
room, along with dozens of others. We watched the frenzy of 
doctors and nurses rushing about, heard the cries and moans of 
other sick, scared people. We sat silently, my mother propping 
me up, holding my head up to prevent it from falling back as I 
got weaker and weaker. 

Then I was called into an examining room. The doc- 
tors took my temperature: 105 degrees Fahrenheit. They asked 
me to lift my legs, and when they laid a hand on one of my 
legs, it would go down, the muscles were so weak. It was the 
same with my arms. I had no strength. They put me on a 
stretcher-bed, and they wheeled me away. My mom was in tears 
and I was frightened — I didn’t know what they were going to 
do with me. 

I was taken to a ward on another floor of the hospital, 


20 


and as I lay there on the stretcher, I saw this big barrel. It had 
Jegs on it, and it had a rubber sponge at one end. The nurses 
were opening up the barrel as I watched, and there was a bed in- 
side! A bed inside a barrel! I couldn’t believe it! Everyone was 
working quickly, and I was feeling weak and faint. I was having 
difficulty breathing. It seemed as if I was not getting enough air, 
and my breathing was very labored and very heavy. They said, 
“Okay, we’re ready.”” And they slid me into the barrel, and my 
eyes closed. 

When I awoke, 24 hours later, there was a nurse beside 
me. She said, “I have some soup for you, Theresa.” I was inside 
the barrel, with the sponge around my neck, and my head was 
sticking out. I could not move my arms or legs and I could not 
breathe on my own, even for a minute. As I lay there, I thought, 
“Well, tomorrow I’ll be okay. Right now I have to stay here be- 
cause I’m not well. Tomorrow I’ll be feeling better.’”? When 
you're eight years old, all you can think of is getting better and 
going home. 

As I lay in this barrel, the nurses would come around 
me to help bend my arms and legs. To do this, they would put 
a big clear bubble over my head so they could open up the iron 
lung. They called it an iron lung because it was breathing for me. 
I could not breathe on my own. With the bubble over my head, 
they could keep compressed air coming to me through a valve 
while they exercised my arms and legs as someone changed the 
sheets. There were also portholes on the iron lung so that the 
nurses could reach inside to give me the bedpan or give me a 
needle without having to remove me from the machine. 

Everything was strange. The King George was an old 
hospital, not a very cheerful place for a child. I suffered there, 
unable to move a muscle in my body. And yet today I thank 
God that all this happened when I was still a young child, so 
that I could learn to grow up with my disability. At first the 
doctors were not sure to what extent I would be paralyzed. 
oe was still the possibility that I would recover, at least parti- 
ally. 
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At that time, I had a wonderful room-mate named 
Peggy Korman, who became almost a mother to me. She used 
to say, ‘“To encourage yourself, you must ask Jesus to heal you. 
He’ll inspire and love you.” It was Peggy who taught me to pray 
and to believe and trust in God’s love for me. Peggy was 34 years 
old then, a married woman with two children. She had been 
stricken with polio the previous year, 1952. She was still in 
the King George Hospital, still in an iron lung, and still a woman 
of faith when she died in 1982, after having written and sold 
more than 200 poems. She continues to be a source of inspira- 
tion to me even now. 

With Peggy’s help, I made it through the first year in 
the hospital. But it was not easy. At first the doctors had been 
afraid that my throat was paralyzed, and that I might not be 
able to swallow. I could swallow, but I couldn’t breathe. They 
discovered that I could move my feet, and that I had some 
strength in my left arm below the elbow. Then physiotherapy 
began. 

Physiotherapy was painful. Polio attacks the motor 
nerves, but not the muscles, so I could still feel the pain. The 
physiotherapists would put me through all kinds of exercises. 
My body was stiff and my arms and legs hurt when they bent 
them. Sometimes I would cry out and beg them not to touch 
me, because I didn’t want to go on with this torture. Why did I 
have to suffer like this? Why were they doing this to me? They 
would also shut the iron lung off, and tell me to breathe on my 
own. They would say, ‘“‘Try, Theresa, try and take a breath,” 
and a breath would come to me somehow. Slowly but surely, I 
discovered that I could breathe on my own. First for five min- 
utes, then ten, then twenty minutes. Before I knew it, I could 
stay out of the iron lung for several hours at a time. It seemed 
like a brand new opening for me, full of possibilities. 

After a year in the King George Hospital, I was trans- 
ferred to the Princess Elizabeth Hospital, which is part of the 
same complex of Municipal Hospitals. There I had some beauti- 
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ful room-mates: Shirley McLaughlin, Bernice Lindal, and Donna 
Salby. We were all roughly the same age, and we were all put in 
the same room together. We became great friends, and we often 
conspired to get around hospital routines and regulations. When 
we didn’t like our food, we would ask one of the other polio 
patients who could walk to dump it down the sink. We got 
away with this a few times, but once the sink regurgitated the 
food just as the nurse came in, and she saw it and scolded us 
and made us put our lights out early that night. 

Then there was the time I discovered that I could avoid 
a lot of painful physiotherapy by sitting on the bedpan just be- 
fore the physiotherapist arrived. But the physiotherapist didn’t 
always show up at the same time, and sitting on the bedpan for 
several hours was hard on the bottom. So I got another little 
friend who had polio, Linda Sawyer, to bend my legs for me 
and put a pillow in place of the bedpan, with the bed cranked 
up to support my back. That worked well for several days, until 
the physiotherapist finally got suspicious and pulled back the 
sheets and I was exposed: no bedpan, but a pile of pillows under 
my bottom. We got scolded for that too. 

By then I was breathing on my own night and day. I 
needed the iron lung only when I had a cold and breathing be- 
came difficult. To improve my circulation and to try and avoid 
the formation of kidney stones, I was placed on a standing board, 
strapped around the legs, the waist and shoulders, and raised to 
a standing position. I used to think that if I kept on exercising, 
one day I might be able to walk again. But my spine was becom- 
ing twisted, and my back muscles paralyzed. I could not even sit 
up straight, let alone walk. So they had a steel corset made for 
me, and I was strapped tightly into it. With that kind of sup- 
port, I was able to sit up, though not for very long. All these 
things gave me a sense of encouragement, and I felt I was 
actually improving. I used to pray that I would be better one 
day, or at least well enough to go home to my family and be 
with my brothers and sisters. 
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Two years after contracting polio, those prayers were 
answered. At first it was just a weekend now and then, but it 
was like my first daypass after a stay in prison. 

On my first weekend home, my family treated me 
like a returning war hero. The living room had been cleared for 
my iron lung and hospital bed, which were set up and ready for 
my arrival. The whole family was standing out front cheering 
when my father unloaded my wheelchair and gently lifted me 
from the car. We were all so excited. Inside, we all talked at 
once, catching up on two years of saved stories, laughing and 
carrying on. I was home, finally home. My weekend was over 
far too quickly and I was taken back to the hospital, morose 
and unhappy. But the visits home became more frequent. And 
each time I was wheeled in the front door, I was hugged and 
kissed and pampered and loved. The whole family had to pitch 
in to help do the things I’d had nurses do for the past two years, 
but they were wonderful. Any misgivings I had had of being a 
burden were quickly erased by their love and generosity. They 
all helped care for me. They gave me everything I wanted. It 
was so different from being in the hospital, because everything 
here was done with love. I didn’t have to wait until a nurse had 
time to do something for me — I merely asked and eager bro- 
thers scrambled to help. 

Those weekends home soon became a permanent 
move, and I took over the living room entirely. Leaving the 
Princess Elizabeth was a somewhat bittersweet experience. I was 
leaving friends, nurses, and doctors. I was leaving my security; a 
safe haven where my every need was taken care of, where no 
one could hurt me, where everyone lived in wheelchairs and 
iron lungs and where help was just a step away. But I was going 
home. It was the day I had dreamed of for two years. 

At first I spent my days at home on the stretcher, ly- 
ing in the living room or out in the yard under a shade tree. My 
father and brothers would manoeuvre me out the front door 
and tuck me up in the shade, away from the wind, but close en- 
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ough to the sidewalk so I could talk to the neighbors and passers- 
by in the street, giving my poor mother a break from my chatter. 

Lying prone all day was hard on my kidneys, but 
wearing the steel corset all day so I could sit was just too hard 
on me. The corset had first been put on when my spine began 
to twist, but it pinched and my back ached from wearing it. I 
preferred lying down, and found the stretcher bed just as mobile 
as the wheelchair in the long run. 

As I got older, my ability to breathe independently 
began to falter, and I was forced back into the iron lung once 
more for sleeping. My lungs were repeatedly hit with pneumonia 
and chest infections. I learned to frog breathe — swallowing air 
into my lungs — and began to use an Intermittent Positive Pres- 
sure Breathing machine to administer medication and dilate my 
bronchial tubes. Then there was the Cough-A-Lator to get rid of 
the mucous during the day. My mother had to learn to operate 
all of this equipment and our house came to look more and more 
like a little hospital. 

It was a difficult time for my mother. She cared for 
my every need, bathing me and dressing me as if I were a help- 
less baby all over again. My father, a very silent man, did the 
lifting for her, and she did the nursing and housekeeping. 

One day, as she did her housework in the afternoon 
and I lay watching her, she began to cry. At first it was silent, 
tears creeping down her face, and then she began sobbing, won- 
dering aloud how God could have done this to her little girl. I 
lay awake that night and wondered myself, staring off into the 
darkness, hearing the rhythmic wheeze that kept me alive, why 
indeed God picked me. Sure, he’d picked thousands of others 
that summer, but why me? Was I just an arbitrary choice or had 
he just not been looking when the virus came my way? What 
had I done that my siblings and playmates hadn’t? Where had I 
been that no one else had, to pick up this affliction? Was I being 
punished for something; was my whole family being punished? 
Or maybe God just didn’t care. 
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My father and I spoke seldom, but I never questioned 
his love for me. He was a gentle man, a carpenter by trade. A 
man who understood hammers and levels and foundations 
better than he understood how his little girl had become 
crippled. Love shows itself in deeds, and he and my mother 
showed me a great deal of love. But love was seldom expressed 
in words in our house. I was seldom told that I was loved, and it 
was a long time before I learned to open myself to the true 
meaning of the word. 

Sleeping in the iron lung didn’t bother me. In fact, in- 
side it I felt safe and protected. But sometimes when I was in it 
during the day, with my head positioned near the front door, 
which was left open in the warm weather, the paper boy or mail- 
man would come by to put something in the mailbox, and I’d 
say, “Hi!” The poor fellow would run away scared, never having 
seen a big round barrel with a talking head before. And I’d be 
left wondering what I’d done wrong. 

By the time I was eleven years old, my kidneys began 
to get infected, and the doctors insisted that I begin wearing the 
steel corset again so I could sit up. Sometimes I would overhear 
my mom talking on the phone, saying I would never get better, 
that I could only get worse, and maybe this made me determined 
to do things that would help me to get better in some ways. Sit- 
ting up certainly improved my outlook on the world; everything 
looked better, even people seemed different. And my circula- 
tion improved, and the feeling came back into my feet. I smiled 
a lot more, and I began to discover that I could encourage others, 
especially my sisters and girlfriends whenever they got discour- 
aged. If I could enjoy life and be happy, then all the more could 
they find reasons to look on the bright side of things, in spite of 
hurts and disappointments. Here I felt my life was getting even 
richer, because as I was helping others, I was also helping myself. 

At the age of eleven, I decided to go back to school. 
Education was not considered very important for a handicapped 
person in those days; at least, no special provisions were made 


26 


for us in the school system. But my sister Zena encouraged me 
to go back, and so I went with her to a new school in our area. 
It was closer to home and had only three steps at the entrance 
instead of the fifteen steps at Central School. There, at West- 
view School, I was in the same class with Zena. I had my wheel- 
chair beside her desk, and she and my friends, Loretta English 
and Linda Paulley, helped me with my text books and notes. I 
had been right-handed, but I had to learn to use my left hand 
for writing, since it was the one in which I still had some strength, 
but I had a special metal brace fitted to my arm to help me with 
this. Writing was a slow and painful process for me, and I was al- 
lowed more time for tests and exams. What I didn’t have was 
someone to lift me out of my wheelchair onto the toilet, and so 
I had to wait until I got home. This did not help my kidney in- 
fections, I suspect. 

In the spring of 1956, my dad went into the hospital 
for minor surgery. To this day we are not sure what went wrong 
but shortly after he came home his legs began trembling, and 
within six months he was paralyzed and in an iron lung himself 
in the King George Hospital. My dad, who had always been so 
silent, was now physically unable to speak. My mom went by 
bus every day, and occasionally I was driven by car to see him. 
His eyes often filled with tears when I was with him, and I 
understood that there were things he wanted to say to me, things 
perhaps he wished he had said before. But now he was unable to 
say them. Eleven months later, on September 26, 1957, he died, 
and my mother was left with her family, including a paralyzed 
daughter, to care for. 
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3. LOVE ON WHEELS 


A year after Dad’s death, 1 had no one to take me to 
class, so I was unable to continue after grade five. My teacher, 
Mr. Barry McKinnon, encouraged me to take correspondence 
courses, He used to help me after school, and often visited me 
at home, and it was he who persuaded and convinced me that I 
could do it. Still, taking correspondence courses was not that 
easy. I was really on my own most of the time, without a teacher 
to answer my questions. It also took time to get assignments 
back from the Department of Education, so I was always a 
month behind in correcting my work, and I frequently got dis- 
couraged. 

My back was not getting any better — in fact, it was 
becoming more and more curved toward the left. With this, and 
repeated bouts of pneumonia, my breathing was getting worse. 
I had to be hospitalized every year, and three times in 1957, for 
several weeks at a time. The doctors decided to operate on my 
back to reinforce my spine with bone from the Bone Bank. This 
would allow me to sit up straight without a constricting stain- 
less steel corset. It would also avoid the calcium build-up in my 
kidneys, and prevent the kidney infections which had required 
that I be kept on medication. I would have to be in a body cast 
for a year. All of this seemed worth going through. 
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In March of 1958, just before my thirteenth birthday, 
I was taken to the General Hospital at the Health Sciences Centre 
in Winnipeg. The first step was to give me a tracheotomy, a tem- 
porary opening in my windpipe, so that I could breathe during 
the operation, which was to follow a few days later. 

With the tracheotomy, of course, I couldn’t talk, since 
the opening at the base of the windpipe prevented air from pass- 
ing over the vocal cords in the larynx. I tried hard to whisper. 
Instead, I was spitting words out, which put a lot of stress on 
the wound, and forty-eight hours later I developed blood clots 
in my Jungs from the tracheotomy, which had started bleeding. 
I had to have a bronchoscopy every four hours — a tube in- 
serted in the bronchial passage to draw off blood — until the 
bleeding stopped. This was an exhausting procedure, and it left 
me too weak to undergo major surgery. So after seven weeks I 
was sent home, discouraged, but grateful to have escaped the 
operation and the body cast. 

I was less able than ever to sit up, with the result that 
the kidney infections and pneumonia continued to recur. When 
I went home, I could no longer use a wheelchair. I was given a 
stretcher-bed, so that I could be moved around easily from the 
living room to the kitchen, and even outside. 

Going out in the spring was always a special treat for 
me after the long Winnipeg winters. The kids in the neighbor- 
hood used to enjoy taking me for rides on my stretcher-bed a- 
round the block. In the summertime, my sister Lovie would 
grab a towel and say, ‘‘We’re going swimming today, O.K.? And 
away we'd go, a gang of kids pulling my stretcher-bed with me 
on it, all the way to the Kinsmen Outdoor Swimming Pool. I 
would lie there watching the others swim and play, and I always 
got a sunburn on the left half of my face, because I favored ly- 
ing on my right side, so I could use my left arm a little. 

Sometimes I would be going along in my bed in the 
middle of the street, and a driver would almost crack up his car 
when he’d suddenly realize there was a bed on the road with 
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somebody on it. Once, when my sister Lovie had me out on the 
bed on a windy day, she lay flat on my face when a gust of 
wind came up. I wondered what she was trying to do, and she 
said, ‘‘I’m protecting you because I know you can’t breathe in 
the wind.” And I said, ‘‘Well, I can’t breathe with you lying on 
my face either.” 

Then there was the time my stretcher-bed broke in 
two. We were halfway to the Kinsmen Pool, and all of a sudden 
the bed fell apart right under me, from metal fatigue, I suppose. 
Don’t ask me how the kids managed, but somehow they dragged 
and carried me and my bed back home. We had to phone and 
ask the Society for Crippled Children and Adults who had sup- 
plied the bed, to come down and repair it. They could hardly 
believe that a stretcher-bed would break in half that way, until 
we told them what we’d been doing with it. After that we had 
to confine the bed to the house. But they couldn’t confine me 
to the house, and I went out as often as I could in my wheel- 
chair after I had my spinal fusion. 

This was my next ordeal. In January, 1962, when I 
was seventeen, I went back to the General Hospital to have my 
back operated on. This time, however, instead of reinforcing my 
spine with bone, the doctors decided to try a new method of 
strengthening my back by means of spinal fusions and Harring- 
ton rods — stainless steel rods attached to the vertebrae. I was 
told that the healing process would be much quicker — five or 
six weeks instead of a year — during which I would be in a half 
cast instead of a full body cast. Prior to the operation I had to 
have another tracheotomy, and this time it worked out well. 
Three days later, a specialist came up from Minneapolis to per- 
form the Harrington fusion. 

I was on the operating table for sixteen hours, with 
my head tilted down. When I came to, my face was all bruised 
and discolored. I had tubes inserted into almost every opening 
in my body, and I don’t know how many bottles dripping solu- 
tions through needles into veins in my arms and feet. I was sur- 
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Theresa at the Health Sciences Centre Intensive Care 
Unit, 1962 


rounded by doctors and nurses, and when my family came in 
to see me, they all burst into tears. I was glad to be alive. I had 
no idea how horrible I must have looked. I found out a few days 
later when one of the nurses brought me a mirror: my face was 
green, orange, red, blue, purple — every color of the rainbow. 
“Theresa, I said to myself, “if that’s a rainbow, I never want to 
be another one.” 

Six weeks after the operation I went home in a 
Stryker frame, sandwiched between two canvas stretchers pin- 
ning me immobile. In the frame, I could be rotated from my 
back to my stomach without disturbing my spine. At night I 
was painstakingly lifted from the Stryker to my iron lung. Six 
months passed with amazing speed in this two-dimensional exis- 
tence. Two hours facing up, two hours facing down, up, down, 
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up, down. Ahead of me dangled the prospect of sitting upright, 
however, something I hadn’t done in four years. 

When the big day finally arrived, I was dizzy with anti- 
cipation, and dizzy with weakness. At first I could only manage 
to be up for five or ten minutes at a stretch, then half an hour, 
then an hour. My buttocks had no muscle left after years of 
lying prone, and sitting around proved extremely painful. But 
oh, the joy of once again seeing the world from a relatively nor- 
mal position. For most people, being confined to a wheelchair 
would be a grim prospect. It expanded my mobility in untold 
measure. I was freed from the stretcher and freed from a steel 
corset. Life again was looking up. 

Other major changes were happening to me at about 
the same time as my return to an upright position. I was enter- 
ing adolescence, a traumatic time for any kid. I hadn’t been 
warned of the changes my body was about to experience, and 
my mother had just never stopped to consider that my paralysis 
didn’t mean that everything stopped growing. My first menstrual 
period was greeted with, “What, not this too?’’ Perhaps no one 
believed that this sort of thing happens to handicapped people 
too. In those days, the handicapped were not as visible, nor as 
vocal as now. Normal physical development and normal emo- 
tional development are often presumed to be reserved for ‘‘nor- 
mal” people. Paralyzed limbs seem to imply a paralyzed psyche 
and crippled feelings. 

Physically I had matured. I had breasts and a monthly 
period. Emotionally, I was just like any other seventeen year 
old who ever walked on this earth. I was in a constant state of 
upheaval. 

I watched with envy my sisters and girlfriends with 
their boyfriends. I became a harmless and welcome addition to 
their plans when they came to the house and Mom was away. I 
chaperoned many couples as they flirted and necked, locked 
in my own envy and misery. No one knew, no one suspected, 
how deeply I was hurting, finally, over what life had dealt me. 
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I wanted boys to look at me. I wanted boys to hold my hand 
and kiss me. I wanted someone to fall in love with me, and I 
with him. And yet I knew, realistically, it could never happen. 

I was involved with the Manitoba Wheelchair Sports 
and Recreation Association, a social and athletic club for the 
physically handicapped. It gave me an opportunity to be with 
people my own age who had the same special needs and pro- 
blems as I did. As a disabled teenage gir], this contact was very 
important. At home, my sisters would talk among themselves 
about boys and sex and feelings. I dared not open my mouth 
for fear someone would think there was something horribly 
wrong with me for presuming to want what they wanted. But 
among the girls I was friends with at the M.W.S.&R.A., such talk 
was normal. We whispered about the changes in our bodies, 
about how we felt when some boy looked at us, and I slowly 
began to realize that in most ways, we were all quite normal. 
We had a sexual nature and desires just like everyone else. I 
didn’t talk much around these other girls, but I listened intently. 
I had a hard time expressing my feelings about being a teenager. 
I would joke about them, but I avoided serious discussion about 
just how I felt. Depression was something to be glossed over 
with a glib line or a cheery smile. Deep down inside, I was afraid 
I would never be a woman, or at least never womanly enough 
that a man would desire me. 

At night I often lay awake, wondering just what it 
would be like to be held by someone, to be kissed and cuddled. 
My old room-mate at the Princess Elizabeth, Shirley McLaughlin, 
was a few years older and already dating. I spent hours on the 
phone with her, and with some of my other friends from the 
wheelchair association, learning all I could about this strange 
new world of boys. 

I finally did open up to some of my handicapped 
friends, confiding in them some of my desires. Rather than being 
met with derision, my confessions were greeted with sympathy 
and understanding. What a relief to know that I, too, was normal. 
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I just had a healthy interest in the opposite sex. It was time to 
put that interest to work. 

I started going to more social events at the wheel- 
chair clubs, sporting events and dances. I met young people, 
boys and girls my own age. At some of the dances I would 
watch, repulsed, as young couples in wheelchairs kissed and 
necked, ‘‘Oh, God, they’re crazy, ” I thought, watching them 
manoeuvre their chairs into position so their faces could meet. 
They can’t ever get married, they’re crippled. They’re just set- 
ting themselves up for a lot of heartache and pain.’’I saw myself 
as one of them, crippled, and I realized that I was ashamed of 
my body, ashamed of my short hair and my flat chest, of my 
tiny arms and legs. I looked like a boy and I didn’t feel beaut- 
iful at all. How could I ever share a body like mine with some- 
one else? And who would want me to? 

At one dance, at the Society for Crippled Children 
and Adults, I was seated next to a boy that I knew liked me. He 
looked at me often, he smiled at me, he seemed to follow me 
around. We were sitting talking, watching the others spinning 
around, when suddenly he leaned over and bluntly asked, “Do 
you mind if I kiss you?’’ My stomach lurched in panic. Here it 
was. Should I say yes? No? How is a young lady, especially one 
as naive as I, to respond to this question? As I was deliberating, 
he pulled my chair closer to his. I was suddenly curious as to 
how this would happen, me with my twisted back and shoulder, 
two cripples in wheelchairs. And then he was kissing me. He was 
older than I and he knew what he was doing. I thought it tasted 
terrible. Not only was I scared, I was embarrassed. 

On the way home from the dance, in the wheelchair 
van, I talked it over with some of my girlfriends, again seeking 
approval. They reassured me that being kissed was perfectly 
acceptable. The big question, however, was how did | feel about 
him, about having a relationship with him. Our entire relation- 
ship, as it turned out, was that one kiss. 

My first real boyfriend was a blind boy I met at the 
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Adventurers Club. Al Wilson was a little younger than I, but 
persistent in his pursuit of me. He phoned frequently and would 
take a cab over to my house for visits. By now I was in my early 
twenties, more than ready for an involvement. Several of my 
sisters had married, many of my girlfriends were starting their 
families, and I was still sitting around the house. Al was a nice 
man, and while I didn’t love him, I needed someone with whom 
I could explore a little. It was comfortable having a ‘‘steady 
date”, knowing that I didn’t always have to go out with my 
girlfriends or my mother. When Al asked me to go steady with 
him, I couldn’t believe someone would want me as his own. I 
can remember thinking, “It’s probably because he’s blind. He 
thinks I’m beautiful because he can’t see me.” Every day he 
would pay for a cab to come to my house for a visit, and we 
would play cards or sit and talk. Or, when my mother was out, 
we would kiss and hold hands. The longer the relationship went 
on, the more I let his hands wander. I was thrilled to be touched 
and with Al I felt safe. This was okay, we were going steady. It 
never got out of hand, and in some ways it was satisfying to 
know that even I could excite a man. 

A] took me over to his mother’s house one day to 
meet his family, and then asked me to marry him. My mother’s 
reaction was one of sheer horror. Marriage! A blind man want- 
ing to marry her crippled daughter. I began to realize that, not 
only did I need my mother, she needed me. She cared for nearly 
my every need, but I had become for her almost a reason for 
living. I was the only child remaining at home; I made her feel 
needed. Without me, there was no one to cook and clean for, no 
One to wait up for, no one to talk to or argue with. I couldn’t 
imagine life apart from her, and I think the idea of her para- 
lyzed daughter trying to start a life of her own, especially in 
what looked like an impossible marriage, was just too much for 
her. She opposed the idea vehemently. 

I didn’t want to marry Al, and my mother’s depend- 
ency On me gave me an excuse to say no. We continued the re- 
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lationship for several years nonetheless, visiting back and forth, 
never sure of where it was going or whether it was going any- 
where. 

I still went out a lot with my girlfriends, to attend 
clubs and dances, the theatre or the symphony. I made new 
friends easily. My friends would tell me my personality was’ so 
generous that people were immediately drawn to me. One of 
my wheelchair drivers soon became a good friend — a very quiet 
and gentle man named Clifford Ducharme. 
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4. AMAN AFTER MY OWN HEART 


The first time I laid eyes on Clifford was probably 
sometime in the spring of 1969. During the preceding years, I 
had continued to have a recurrence of the same old problems, 
even after the Harrington fusion, and I was frequently hospi- 
talized for brief periods. This time I had merely gone to the 
General Hospital for a check-up by my doctor, Dr. Bryan Kirk, 
whose examining room was beside the Intensive Care Unit. 
Clifford was assigned by his wheelchair taxi service to pick me 
up at the hospital. He arrived and waited outside the I.C.U. for 
half an hour, and then asked the nurse whether I was ready to 
leave. She said I would be out shortly, and so he went back to 
waiting. At the end of an hour, he phoned his dispatcher and 
said that I still had not showed up. He was told to go on wait- 
ing. After an hour and twenty minutes I finally came out, with 
all my paraphernalia, and Clifford took me home. Apart from 
the waiting, there was nothing extraordinary about it for either 
of us, but, on his second assignment, this time to pick me up 
and take me to a girlfriend’s home, Clifford looked at me and 
said to himself, ‘“‘This woman is going to be my wife.” He just 
knew it in his heart. I didn’t know any such thing, of course. 
He was just one of several wheelchair van drivers who occasion- 
ally chauffeured me around town, and since I was usually with 
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two or three girlfriends, I was taken up in conversation with 
them. I barely noticed Clifford. 

Eventually, though, I began to notice I only had one 
driver. Big Jim’s seemed to send Clifford all the time. Little did 
I know it was Clifford arranging to take more and more of my 
assignments when the calls came in. 

I began to notice this shy quiet man. He was very 
patient, dark and good looking. He always took his time when 
handling me; he never seemed impatient or in a rush. But he was 
so quiet! At first I found his silence unsettling — it was such a 
contrast to my own constant yapping. Sometimes I even found 
his patience disturbing — this man moves so slowly he’s in re- 
verse, I thought. 

I also began to notice that I was always the last per- 
son in the van to be dropped off, even when it would have been 
convenient to let me out earlier on the trip. Nothing was said, 
but I always knew that I would be in the van longer than any of 
my friends. After a while, we developed a routine of stopping at 
the A&W for a rootbeer before I went home. There we — or I — 
would talk until it was 10:30 P.M. and I’d have to be home. 
Cliff would say little, but he listened well. At first I talked 
about my family, my friends, a little about my disability. I 
told him about Al, who was still my boyfriend at the time. 
Cliff never seemed to get bored with my talking, even though 
he said little. Sometimes we would skip the rootbeer and park 
on a side street or up the road from my mother’s, talking in the 
dark until it was 10:30. I learned that he was a little older than 
I, he was single, from a French and Metis background. He had 
a drinking problem, he said, and a shyness that was compound- 
ed by stuttering, which was why he seldom spoke. 

Our conversations gradually became more serious and 
more intimate. Soon Clifford was like a big brother to me. I 
could ask him questions about men and their feelings, and he 
would talk about how he hoped to have a girlfriend one day. At 
the moment he wasn’t even looking because he didn’t feel he 
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had the strength to share himself with anybody. He lacked conf- 
idence, which he seemed to find in drinking. The more we talked, 
the more I liked him. I could appreciate his quietness and gentle- 
ness; I could understand his loneliness and weakness, his unhap- 
piness and fear. But with me he was not afraid. I guess I wasn’t 
a threat to him. And because I liked to talk, I could carry the 
conversation and help him feel more confident. 

Often at night when Clifford would take me home 
my mother would invite him in for coffee. She supplied him 
with custard pie and perogies and before we knew it, it was 
11:30 and he was still sitting there listening to me talk. 

Sometimes when my brother Mike wasn’t around, 
Cliff would have to lift me into the iron lung. I was always em- 
barrassed, being lifted in his arms, dressed in my nightgown. I 
was too embarrassed to even make a joke about it, but I dis- 
covered Cliff was talking to my mother after I’d gone to bed. 
He would say things like, ‘‘There’s nothing that makes a woman 
so beautiful as the warmth in her heart,”’ and “‘there’s nothing 
that makes a person loveable so much as the love she shows in 
little ways.” He made me realize that physical attractiveness 
was not the only thing that was important to a man, and I 
began to feel more secure in his friendship. 

Often Cliff was my driver when I was going to Al’s 
for an evening. I’d make plans to be at Al’s by 8 P.M. to play 
bridge, but inevitably Cliff would have a few errands to run on 
the trip over, something to pick up for his mom, something 
to drop off halfway across the city, and I’d be an hour late 
getting to Al’s. He was always angry when I got there, distrust- 
ful, insisting that I stay until 11. To which I would always 
agree for the sake of ending the argument, but at 10:15 or 
10:30, there would be Clifford, waiting patiently. Al was very 
annoyed; Cliff was cutting into his time. I was still very attach- 
ed to Al in a physical way. I felt comfortable necking and cud- 
dling with him, allowing him to stir the feelings in my body. 
It was hard to let go of that. 
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My mother, however, thought letting go of Al would 
be a wonderful idea. The marriage scare was a few years behind 
us, but Al had moved in his records and his slippers, and mom 
wanted them — and him — out. I suspect she enlisted Cliff to 
try to make Al jealous. 

Every day Cliff would call, asking whether I was go- 
ing out, or if I needed a ride. I began to suspect there was some- 
thing deeper than a friendship growing. And I couldn’t see what 
the attraction was. What does he see in me? I would ask myself. 
I can’t even lift my arms to brush my hair or my teeth. He has 
enough problems in his life. Why would he want another bur- 
den. My friends who knew of my friendship with Cliff would 
turn the tables and ask, what’s wrong with Cliff? I had a whole 
list — he has a drinking problem, he stutters, he doesn’t talk 
much, every time we have a conversation it’s one-way. And I 
felt I should stay with Al, because he, too, was disabled. Well, 
they would say, your mother isn’t going to be here forever, and 
you need someone to take care of you. Al] can’t take care of 
you. 

Al wasn’t helping his own cause very much, either. 
His jealousy and possessiveness grew with each visit, it seemed, 
until finally I ended the relationship. He didn’t trust me, and I 
was confused and angry. I just couldn’t go on any longer. 

One evening a few weeks later, as Cliff and I sat in 
the A&W parking lot in his van, I finally summoned up my cour- 
age and asked him straight out if he loved me. He didn’t say a 
word, he just reached out and picked up my hand from where it 
lay on my wheelchair lapboard and squeezed it very hard. And I 
thought, Now what do I do? This guy really does love me. I was 
more scared than ever, and the next time we met I was very 
worried and withdrawn. I didn’t know where this relationship 
could go from there, and | was afraid to let it go any further. I 
was also afraid to let it go entirely. I could never utter the words 
“T love you.” It was hard for me even to say, “TI really like you.” 

My inability to make a decision meant we continued 
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to see each other. I couldn’t introduce him to people as my boy- 
friend, so I introduced him as my van driver. People who knew 
Clifford would comment on how much he smiled when he was 
around me. My friends teased me about it, and said, ‘‘Don’t tell 
me that guy’s in love with you!” I felt some of them were envi- 
ous, perhaps even a little jealous. But I pretended there was no- 
thing to our relationship. 

After he had professed his love for me, I began to 
wonder if Clifford would ever get around to kissing me. I 
knew he was working up to it; I could sense something shining 
in his eyes. Then one day — I don’t even recall where we were — 
he asked me if he could kiss me. He placed his lips, dry and 
tightly closed, lightly on mine. He was scared, petrified. But 
he was also very sweet and gentle, and he held my hand after- 
ward, squeezing it and smiling at me. I felt very warm and se- 
cure, and there was a tightening in my chest. Something special 
was taking place, something beautiful, and I was more afraid 
than Clifford. 

One evening, about six months after we had begun 
seeing each other, Clifford was driving me to the Concert Hall 
for a theatre performance. I was chatting away as usual, and 
Clifford was his usual silent self. Suddenly he turned to me and 
blurted, ““‘Do you want to marry me?” I was struck dumb, one 
of the few times in my life when speech left me entirely. I 
couldn’t answer. We were in front of the Concert Hail and I 
didn’t want to miss the performance, but once inside, I couldn’t 
concentrate on a thing. All I could think of was Cliff’s question: 
“Do you want to marry me?” 

On the way home I asked him if he’d really meant 
what he’d said, and he replied, yes, that his intentions were 
sincere and honorable. He was a very sure man, a very positive 
person. His clarity about his future was inspiring, but I didn’t 
see how I could say yes to him. I couldn’t imagine ever leaving 
my mother. With her heart condition I felt I had to be with her 
almost as much as she had to be with me. I just couldn’t agree 
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to marry him under the circumstances. There was something 
very uplifting about Clifford’s determination, and I felt freer 
and more independent each time I was with him, but when I 
returned home to mother I felt divided, as if I was betraying 
her and leading a double life. 

My mother was coming to like Clifford more and 
more all the time. Clifford and I used to visit my grandmother, 
Ann Soroka, my mother’s mother, in Holy Family Nursing 
Home. Soon he was bringing her to our home every Sunday 
for dinner. My grandmother was in her nineties and very frail, 
and Cliff used to hold her in his arms like a baby, while I sang 
to her in Ukrainian the songs she had taught me when I was a 
little girl. 

Then Clifford took me to visit his parents in St. 
Laurent, a little town on the eastern shore of Lake Manitoba, 
northwest of Winnipeg. I was afraid his parents would never be 
able to accept me as a person, much less as a woman and fu- 
ture wife for their son. 

Our backgrounds were so different, mine being 
Ukrainian and his French and Metis. But Clifford said, “You are 
the woman in my life, the woman I love. One day we will be 
married, and I want to bring you home. I want you to meet my 
parents and the rest of my family, because some day you’re 
going to be my wife. They’re going to have to get to know you 
and accept you and love you, or they'll have to lose their son.”’ 

One day it finally happened: I went to see Clifford’s 
family. I was so scared inside, I couldn’t speak. I guess they 
didn’t know what to make of me. They were unsure and silent. 
I didn’t know what they were thinking, perhaps that Clifford 
was crazy to want to marry me, a woman in a wheelchair, or 
maybe that I was manipulating him. I don’t know. I felt com- 
pletely cut off from them and by them. But afterward Cliff- 
ord reassured me. He said the first meeting was bound to be the 
hardest, but after we went back a few times, they would come 
to accept me. 
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As my own mother began to realize that Clifford and 
I were serious about each other, she began to get worried too. I 
began to wonder how such a marriage could ever work. And I 
would ask Clifford, “How could you want me as a woman, as 
your wife? I live in an iron lung at night. We could never have 
sex together. How could you even want to sleep in the same 
room with me?” I would say the same things over and over 
again, and I would cry. It ali seemed so hopeless. But Clifford 
would say, ‘‘Hon, I’m happy just to have you in my life. I am 
happy just to be in the same room with you. There are other 
ways we can share ourselves. We don’t need to have a physical 
relationship. It would be nice if we could, but it’s not necess- 
ary.” He asked me to pray about it. 

Clifford popped the question every year for seven 
years. Every year I came up with another excuse, trying to get 
him to change his mind. Our situation was hopeless, and the 
sooner he realized that, the easier it would be on me, I thought. 
The first year I used my mother as an excuse. The second year 
I tried to dissuade him with the argument that I would have to 
sleep in the iron Jung forevermore. The third year I told him he 
had to give up his drinking, one of the few things we fought 
about. Clifford would occasionally go out with the boys from 
Big Jim’s for a few drinks, and a few drinks led to a few more. 
It gave him confidence, he said. He enjoyed it, he said. But he 
gave it up, and said if that’s what it takes to get you to be my 
wife, so be it. He never touched alcohol again. 

About this time, my health took another turn for the 
worse, I was suffering from carbon dioxide retention. I was 
breathing in air all right, but I was not expelling all the carbon 
dioxide from my lungs. I would lapse into unconsciousness 
while eating or in the middle of a conversation, and then I 
would come to and carry on as though nothing had happened. 
I was quite unaware of what was going on. 

I was also sleeping more and more, and finding it 
more and more difficult to wake up. My mother would slap me 
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and pour cold water over my face to wake me up in the iron 
lung, and still she couldn’t rouse me. Sometimes I would hall- 
ucinate and imagine bugs on the wall or blood on my mother’s 
face, but mostly I would just sleep. I began sleeping round the 
clock. The doctors at the Health Sciences Centre had been 
monitoring me very closely. They encouraged me to keep up 
my breathing exercises and to lose weight and to try and 
avoid respiratory infections, but I only got worse. I would be 
up for an hour or so, and then go right back to sleep. 

In September, 1970, I was taken to the hospital with 
respiratory failure, and given a tracheostomy, a final and perm- 
anent incision in my windpipe. This time my vocal cords built 
up so much scar tissue that I was unable to speak, and the doc- 
tors were not sure that my voice would ever return. I spent a 
long time in the Intensive Care Unit, where they were trying to 
bring my blood gases back to normal levels. I was dehydrated, I 
had colitis and a lot of other things wrong with me. And I was 
crushed because I had lost the power of speech. 

Clifford stood by me through it all. He was with me 
continuously. He was the only one who could understand what 
I wanted whenever I tried to speak, and would tell the nurses 
what I needed. Still, it was painful to have him there. I was say- 
ing ‘‘My life is lost, Clifford. I want you out of my life. I don’t 
want you here any more, because I’m just pulling you down.” 
At least I would try to say these things — I don’t know how 
much of it I could get out. 

And Clifford would say, ‘Hon, have faith, have faith. 
You will be my wife, Honey, I just know it. I’ve never gotten 
down on my knees before, but I’m down on my knees now, 
asking God to bring you through this. I know you're going to 
get better. Don’t give up.” 

I was in the hospital for three months, and gradu- 
ally my speech came back. It seemed like a medical miracle, 
because, not only could I speak, but my voice was fully restored 
and I could speak as well as ever. My voice was not even chang- 
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ed in any way. But I suffered from amnesia, and I was still de- 
pressed. I didn’t really want to go home and have to start all 
over again trying to struggle through life. Most of all, I didn’t 
want to have to face this decision about marriage. It almost 
seemed easier not to be able to talk, and just to stay in the hos- 
pital. But I had to go home, and so home I went. 

The build-up of scar tissue on my vocal cords made it 
unlikely that I would ever speak again, and the doctors were 
trying to get me to accept the reality of my situation. But I 
couldn’t accept it. I tried to speak, but I had a stainless steel 
tube in the opening of my throat, and this tube had a small 
Inner Cannular through which air escaped. As so little air passed 
over my vocal cords, it was difficult for me to say words loudly 
and clearly. I couldn’t communicate with the nurses. When I 
wanted a bedpan, I couldn’t make myself understood, and would 
usually end up wetting the bed. I was frustrated and discouraged, 
and I didn’t want to go on living. I felt everything had been 
taken away from me. I tried to pray, but I had turned against 
God, and I couldn’t pray any more. I couldn’t struggle any 
more either, and I simply gave up. 

I went through a long period — three or four years — 
of psychiatric help, accompanied by more bouts of pneumonia, 
kidney stones and urinary tract infections, and I was in and out 
of the hospital frequently. My psychiatrist, Dr. Allen Berkal, 
encouraged me to go on struggling, and he encouraged me in my 
relationship with Clifford. 

The big breakthrough came when I got my Bantam 
Thompson Portable Respirator in 1974. No one else in Win- 
nipeg had a portable respirator at that time, and it was still 
somewhat experimental as it lacked some of the later refine- 
ments, such as an alarm button and a safety fuse. But it was a 
great innovation. It was basically a pump that pushed humi- 
dified air into my lungs. However, it was small enough to fit 
on the back of my wheelchair. It could be plugged into an 
electrical outlet, or operate with a car battery, and so it made 
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Theresa at home, 1970 


me mobile once more. And, because it pumped air directly 
into my windpipe through the permanent tracheostomy I had, 
it left me free to talk non-stop if I wanted to, and I often did. 
I didn’t have to be in an iron lung any more. | could sit up dur- 
ing the day in my wheelchair, and I could even use it at night 
while I slept. 

After six months in the Rehabilitation Respiratory 
Hospital of the Health Sciences Centre, I was allowed to go 
home with this marvelous machine for a weekend, and that’s 
when I had the epileptic seizure and hemorrhage which I des- 
cribed earlier. That’s also when God came into my life in a new 
and irresistible way, and I surrendered to what Clifford had 
known all along: that we were going to be married. 
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5. GOING HOME FOR GOOD 


During the years 1975 and 1976, I was hospita- 
lized for almost eighteen months. I had several more seizures. I 
had diarrhea and dehydration, anemia and kidney stones, and 
chronic urosepsis — poisoning of my kidneys. I also lost all my 
hair. It was suspected that I had contracted some kind of virus. 
{ had a bowel biopsy and I had to have electroconvulsive ther- 
apy as well. These electric shock treatments were necessary be- 
cause I was filled with fear as a result of what I had been 
through. Not a fear of death, not a fear of what awaited me in 
the next life — I had had a glimpse of that, and it was beautiful. 
No, my fear came from helplessness, from dependence on a 
machine that might break down unexpectedly at some critical 
moment, and from the memory of the awful pain in my head 
and the taste of blood in my throat. I was afraid to be left alone 
for a minute. 

After the shock treatments, I did not know a soul 
around me. Clifford would be there beside me, and I would not 
recognize him. J couldn’t understand what was happening to 
me. When I began to recognize people — my family, my friends, 
Clifford — it was terrible to see their faces full of suffering, their 
eyes full of my pain. 

Underlying all this was the thought that I would 
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never be able to go home again. The experiment of trying to 
live at home with a portable respirator had been a mistake, it 
seemed to me, a total failure. There was no way my mother 
could look after me, and there was no way I could cope with 
the tensions brought on by trying to live at home. It seemed 
clear that I was going to have to spend the rest of my days in 


an institution. 
I could not square all this with the idea of marriage 


to Clifford. I had been told unmistakeably that we were to be 
married, and I did surrender to this, I did accept it, but I could 
not understand how it was possible. My present situation seem- 
ed to contradict the promise I had been given. And yet I’m 
sure this promise sustained me in some secret way. 

Clifford had a lot more faith than I did. He contin- 
ually tried to inspire me and encourage me by saying, ‘“‘You’re 
going to be my wife one day.” 

But I used to say, ‘Clifford, don’t be so silly. I’m 
never going to leave this hospital. The more he spoke to me, the 
more I built up my dreams. At night I would actually dream 
that we were married, lying next to each other. If only it were 
possible. 

These months in the hospital drew us closer together 
than ever, and distanced us from our families. This was a small 
step in moving toward an independent life for both of us. 
Clifford helped me to realize that, with my portable respirator, 
it would now be possible for us to sleep together as man and 
wife. I hadn’t really thought of that before. If I were married to 
him, I wouldn‘t have to rely on my mother, because he would 
be there to care for me. He showed me that, for all her poor 
health, my mother had a lot more strength than I gave her cre- 
dit for. She had survived the loss of her husband, the loss of her 
second eldest son, Walter, who died when he was a young man, 
and the loss of her sister, Jessie, who died of cancer. I seemed to 
think that she could not survive my leaving home, but while we 
needed each other in different ways, she would certainly be able 
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to live without me, despite her heart condition. In fact, once 
she accepted this, it would be a great burden lifted from her. 
It was beginning to seem very clear and reasonable, but it was 
Clifford who made it so for me. 
My excuses for not marrying Clifford were being dec- 
imated. Both Dr. Berkal and Dr. Kirk thought our marriage was 
not only possible, but wonderful. I realized now that my mother 
would survive without me, that Clifford would take care of me, 
that we could have some semblance of a normal life together. In 
my heart I wanted nothing more than to be married, to love and 
be loved, to share a home of our own. It just seemed the risks, 
and especially the risk of failure, was more than I could bear. 
On the 24th of March, 1976, just after my thirty- 
first birthday, I came home with my portable respirator. It 
would be over six years before I went back into the hospital. 
This time I was better prepared for the experience of living with 
my machine, and the doctors were better prepared too. I was 
advised to take it easy for a while, and gradually get used to 
sleeping with the respirator at night. I was able to sleep in a 
regular bed with the wheelchair and respirator beside me, and 
the long, flexible air hose attached to my tracheostomy. My 
being out of the iron lung allowed others more freedom as 
well, and it was a great delight to have my god-children, Tracy 
and Kris, lie beside me on my bed while I read them stories. 
The important thing, however, was for others to familiarize 
themselves with the working of the respirator. So Clifford 
and all my friends and family started learning how to suction 
mucous from my throat, how to drain the water out of my air 
hose, and how to connect me to the machine. 

I became a kind of community project. The Boy 
Scouts of Transcona sold ballpoint pens from door to door and 
Yaised enough money to buy me a brand new electric wheel- 
chair. This was fitted with my respirator and battery and water 
filter before I returned home. I was able to use it at first only 
in the house since it was very heavy — it weighed about 300 
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pounds empty — and would have required a hydraulic lift to 
get me in and out of the house. Adela Torchia, a young woman 
from Citizen Advocacy, spent three or four hours a week with 
me, so that my mother could go out shopping or get her hair 
done without leaving me unattended. We became very close 
friends. And Mary Hill, my respiratory technologist, would 
call and offer to come over with her young son and spend a 
weekend with me, so that my mother could have some time to 
herself. There were many others who generously offered their 
help too. Miss Edith Svanhill, of the Victorian Order of Nurses, 
used to visit me regularly to give me a bath, and also to chat 
over tea. When the Health Sciences Centre eventually set up its 
Home Care Department, she became the head of it. 

About this time, Clifford gave me an ultimatum. 
“Hon, I really mean it,” he said, “I want to be your husband, 
and I want you for my wife. I will not accept any excuses this 
time. I'll give you six months to think about it while you adjust 
to living at home. But at the end of six months I want an an- 
swer, yes or no. And if it’s no, that will be the end of our rela- 
tionship. We will not just go on being friends. If I have to, I'l 
leave town.” He was more serious than I had ever seen him be- 
fore. I started to cry, and I thought, Here I am. I can’t go on 
stalling any more. What am I going to do? 

Dr. Kirk suggested to Clifford that he take me on a 
trip. It would get me out of the narrow world of my home, 
where I tended to sit around worrying all day, and introduce 
me to wider experiences and to more independence. So Clif- 
ford bought a van, equipped with clamps to hold my wheelchair 
(the manual one, not the heavy electric one), and there was an 
attachment so that my respirator could be plugged into the 
alternator. 

We travelled with our friends, Pat and Lenard Chapko 
ang their son, Shaun, who was five years old at the time, to 
Saskatoon, Edmonton, Calgary, Banff and Field, British Colum- 
bia — 2,000 miles in six days. It was my first holiday ever, and 
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after that, there was no holding me back. I think it was this trip 
more than anything else that showed me how much fuller my 
life could be, and that made me want to live my life to the full- 
est. 

There were other trips after this one — short trips to 
the United States for a day of shopping or sight-seeing. Once I 
was able to talk my way out of a customs inspection when we 
had bought more than the regulations allowed us to bring back 
into Canada. But the trip that stands out in my memory was the 
one on which I needed to go to the toilet when there was no 
washroom for miles. 

I didn’t have a bedpan with me, so Clifford pulled 
off the highway and stopped the van in the middle of nowhere. 
He lifted me out of my wheelchair and placed me on the floor 
of the van. Then he got out a tire wrench, and IJ thought, ‘‘Oh, 
no! My mother was right! He’s going to rape me and beat my 
brains out!” But instead, he pried a hub-cap off one of the tires, 
and brought it to me to use as a bed pan. I was relieved in more 
ways than one. And once again it was demonstrated what a re- 
sourceful person Clifford was, and how fearful and untrusting I 
was. 

Before I knew it, six months had passed, and Clifford 
reminded me one day that he was expecting my answer to his 
proposal. He didn’t phone me for a week after that, and it al- 
most drove me crazy. Finally I talked to Dr. Kirk. 

Dr. Kirk was like a father to me. I admired his judg- 
ment and appreciated even his negative criticisms, because 


‘these made me shake myself awake and brought me back to 


reality. He said, “‘I hate to tell you this, sweetie, but you’re 
going to have to make a decision sooner or later. You’re going 
to have to make plans for yourself, because your mother won’t 
be here forever. This man has proposed to you, and you say you 
want to get married. So what are you going to do? If you say no 
to this, the alternative, sooner or later, is the King George Hos- 
pital. That’s my answer,’’ He forced me to decide for myself, 
but the decision was pretty clear. 
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On March 10, 1978, my 33rd birthday, Clifford and I 
had planned to go out for dinner, but our arrangements were 
cancelled when my grandmother came over for a family dinner 
instead. Afterwards, Clifford and I drove her home, and we 
stopped at the A&W on the way back, where Clifford asked me, 
for the last time, to marry him. 

He produced a diamond engagement ring and hit me 
with both barrels. “Either you marry me and leave everyone 
else behind, and start making decisions for yourself, or I will be 
gone from your life forever. You will not see me. Either you ac- 
cept my ring or I’m out of your life forever.” 

I sat and cried and looked at that ring on my hand. I 
wanted it, I didn’t want it, I wanted him but I was terrified. For 
ten minutes I cried in the silence of the van, with Clifford smok- 
ing and watching me, before I said yes. 

We went home to my birthday party and announced 
our engagement. Clifford asked my mother for my hand in mar- 
riage, in the old-fashioned way, and she cried and said, ‘‘I hope 
you know what you’re getting yourself into, Cliff.” 

She also wanted to know if I understood what I was 
doing, and I said, ‘“Mom, I’m marrying him with my heart and 
eyes wide open. I know what I’m doing. I don’t know what is 
awaiting us, but we will work it out together.” It had been 
seven years since Clifford first proposed to me, as long as Jacob 
in the Bible waited for Rachel. 

There were a lot of things to work out before we 
could get married. Clifford’s job as a wheelchair van driver was 
only a casual one and depended on when he was needed. He 
could not support us both with that kind of job, and so he went 
looking for work as a bus driver with the Winnipeg Transit Sys- 
tem. He was told they would contact him when they had an 
Opening. So I got on the phone to them and started crying. I 
said my husband was out of work, and that we had no food on 
the table to feed our family. I guess you might say I exaggerated 
a little. After a couple of calls like that, they couldn’t stand it 
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any more. They told me to send him down, and Clifford got the 
job he wanted and needed to support a wife. 

There was also the problem of where we would live. 
My mother suggested that we stay with her, but this did not 
seem like a good idea to us. We didn’t want to continue relying 
on her care. So we went to the Continuing Care Services co-or- 
dinator, and told her we were planning to get married in six 
months, and so began another long struggle of a very different 
sort. 

For 23 years I had lived at home, and had been cared 
for mainly by my mother, with no financial help from any gov- 
ernment agency, other than my welfare cheque, and with very 
little official assistance of any other kind. Clifford and I now 
wanted to marry and live in our own home. We had actually 
bought a home with a mortgage from our church’s credit union. 
But, while he worked during the day, I would need an attendant 
to look after me, and this we asked the Provincial Department 
of Health to provide through the Continuing Care Services pro- 
gram. 

Until this time, the only provision of the program had 
been for visiting nurses and home-makers and sitter-attendants. 
But I needed something different. I needed a personal care at- 
tendant, who would learn to work with my respirator, and suc- 
tion my throat, and bring me the bedpan when I needed it, and 
bathe me and keep me clean. We were told we would have to 
meet with the Director of Continuing Care Services, and submit 
a detailed proposal. This required getting together a committee 
of friends to help draft the proposal, and so we did. There was 
Reverend Michael Buyachok, my pastor; Wilson Parasiuk, my 
M.L.A. (Member of the Legislative Assembly); my lawyer, 
Allan Kaufman; and Bill Balan, who was to be our “‘best man” 
at the wedding. Together we presented a plea that I be assisted 
to live as normal a life as possible in the community, which in- 
cluded the right to be married and live in a home of my own 
while my husband worked. I required a personal care attendant 
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twelve hours a day (because Clifford worked a split shift, which 
extended his eight hours to twelve), to be paid for by the 
Provincial Government. We were told that this would involve a 
change in policy, and that we would have to wait a year ‘“‘be- 
cause it takes us that long to change policies.” I said, ‘‘Well, 
we’re getting married within six months, so you’ll just have to 
move a little faster.” 

If we insisted on marrying, they had a second pro- 
posal. I could move to the King George Hospital after my wed- 
ding and go home to Clifford on his days off. This hardly seem- 
ed a better alternative; to be an institutionalized wife at great 
expense to the taxpayer, and live with my husband only two 
days a week, just so they could avoid changing policy and hir- 
ing an attendant. This was also unacceptable. 

We met many times with the Continuing Care Ser- 
vices, and they put forward several proposals for our considera- 
tion. The first was that Clifford take on the responsibility of 
looking after me twenty-four hours a day. This meant he would 
have to give up his job. But, if we agreed to live a common-law 
relationship and not get married, we could both draw welfare 
cheques and sustain ourselves this way. We could hardly believe 
what we were hearing; it seemed so offensive to us. But we 
made it clear that we wanted to be married, and that we did not 
want to live on welfare. 

There was yet another proposal. If we insisted on 
marrying and living in our own home, they would be willing to 
pay minimum wage fora man to look after me during the day. It 
had to be a man, because heavy lifting was involved, and this 
way they could save money by combining the jobs of attendant 
and orderly. He would lift me onto the bedpan whenever ne- 
cessary, change my sheets and even launder them for me. But he 
would not be allowed to wash Clifford’s bedsheets, or look after 
anything that belonged to my husband. They seemed to have 
overlooked the fact that we were planning to sleep in the same 
bed. But what this proposal amounted to was that I was ex- 
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pected to spend my days with a hired man who would look 
after my most intimate personal needs while my husband was 
away at work. It was by way of concession that I was allowed 
to sleep with my husband at night. We could not accept this 
arrangement either. 

We did not hear from Continuing Care Services again 
until we were on our honeymoon. 


55 


Theresa Sawchuk 
bride-to-be 

preparing for the day 
of holy matrimony 


Clifford Ducharme, groom, 
Theresa Ducharme, bride 
Father Buyachok 


6. THE PROMISE FULFILLED 


Plans had to be made for the shower, for the social, 
for the wedding itself, and for the reception afterwards. Finding 
places that were accessible to wheelchairs — my own and those 
of my many disabled friends — was not easy. The traditional 
Ukrainian social was held in the nearby Greek Orthodox Hall, 
but this was the only place we could find that actually was 
accessible. However, everything eventually came together, and 
the ceremeony took place as scheduled in St. Michael’s Ukrainian 
Catholic Church. The church was packed, not only with family 
and friends, including many from the King George Hospital, but 
with politicians and media people as well, from CBC Television 
and from the Winnipeg Tribune and other papers. There was 
even a choir of fifty female voices, the Sweet Adelines, who had 
offered to sing for us. I thought I was arriving for a funeral in- 
stead of a wedding, because everybody was weeping. But, then, 
I guess it was a very unusual and moving spectacle. Here I was in 
my wheelchair with my respirator, looking and feeling like a 
beautiful bride in my wedding gown. My sisters had helped 
dress me, and my sister Irene did my hair and makeup. All of us 
were amazed and delighted at how lovely I looked. 

In my wheelchair and gown, I had to be carried by 
four strong men up the many steps leading to the church’s main 


57 


Wedding party: left to right, Irka Balan, Kath y Yuswak, Mary Hill, Jean 
Kozluk, Tracey Rosmus, flower girl, Kris Thiede, ring bearer, Bill Balan, 
Mike Sawchuk, Joe Masi, Ken Ryback 


Father Michael Buyachok, Clifford Ducharme, groom, and Theresa 
Ducharme, bride 


Left to right: Johnny Sawchuk, brother of bride, Mary Sawchuk, mother 
of bride, Theresa Ducharme, bride, Clifford Ducharme, groom, Bertha 
Ducharme, mother of groom, Joseph Ducharme, father of groom 


October 14, 1978, Cliff and Teresa 


entrance, and as I rolled slowly down the aisle toward Clifford, 
I thought, ‘“This is it — there’s no turning back now.” My bro- 
ther Johnny accompanied me, in place of my father. My sister 
Jean was my matron of honor, and my godchildren, Tracy and 
Kris, were the flower girl and page boy. During the ceremony, 
we promised to love each other all the days of our lives, and the 
traditional crowns of blessing were held above our heads as a 
sign that Christ would reign in our marriage. This was followed 
by Mass in the Ukrainian Rite, celebrated by Father Michael 
Buyachok, and then I was carried downstairs to the church hall 
for the reception. The dream had come true, the promise had 
been fulfilled. 

There were 250 guests at the reception, and I was 
really proud of Clifford when he got up in front of all those 
people to make his speech. The shy, stammering man with the 
drinking problem had been replaced by a quietly confident man 
who had long since given up drinking, and who spoke beaut- 
ifully before this assembly. 

“The long trek that we had to get to the alter is now 
behind us, the anxious moments, the disappointments, even fall- 
ing flat on our faces,” he said. ‘‘Somehow, through the grace of 
God, we found the strength to get up and fight back. We made 
the impossible into reality.” 

On our wedding night we entertained a house full of 
people. The jubilant wedding party came back to our little 
house in Transcona and stayed the entire night. The next day 
we took a brief trip to the U.S., and that night we returned 
alone to our little love nest to enjoy each other’s company. 
I was on edge, tense, and more than a little frightened of the 
as yet unknown physical aspect of the marriage. I was still ash- 
amed of my body, which I thought of as deformed, and afraid 
that I would not be able to please Clifford. I was afraid that he 
would be turned off by what he saw: my tiny arms and tiny 
breasts and bloated belly. On our first night alone together 
Clifford folded me gently into his arms and let me weep quietly 
into his chest before we both fell asleep. 
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Ciliford and Theresa at home, 1978 
{Photo courtesy University of Manitoba) 


By the third night, however, my fears were behind me 
and my curiosity well out in front. Clifford had demonstrated 
yet again his patience and love, and I wanted very much to be a 
wife to him, in all ways. 

Our marriage was finally consummated, but it wasn’t 
like anything you would see in the movies. I had to remain 
attached to my respirator, which is cycled to pump one breath 
into my lungs every twelve seconds, the normal rate of breath- 
ing. My machine wasn’t very passionate, and we hadn’t taken in- 
to account that one’s rate of breathing increases during love- 
making. It just went on breathing at the same old rate. Clif- 
ford had to be sensitive not only to me but to my machine, 
reaching over and moving a switch to increase the machine’s 
rate of breathing as I came to a climax and then gradually de- 
creasing the rate as I relaxed. I couldn’t even lift a hand to help 
him. We laughed at the situation, giggling like any new young 
lovers at the newness of it all. Our lovemaking certainly wouldn’t 
be found in any sex manual. We weren’t only playing doctor, 
we had to play respiratory technician as well. 

For the next week we ignored the world, shutting 
ourselves in with each other and revelling in each other’s com- 
pany. The phone went unanswered, the TV remained off. We 
cooked and talked and made love and learned how to be hus- 
band and wife. 

The Winnipeg Tribune published a big story with 
photographs under the heading ‘‘Impossible Dream a Reality.” 
The article was written by Carol Picard, who became a close 
friend and later encouraged me to write my autobiography. 
It pointed out that ours was a marriage that could not have 
taken place ten years earlier, before the advent of the portable 
respirator, and that this marked a turning point, not only for 
ourselves, but for all handicapped people who feel that they 
can’t lead normal, active lives. 

Shortly afterward, a phone call came from Contin- 
uing Care Services saying that they were ready to consider our 
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original proposal. What we asked for was to have young girls 
trained by my husband to handle the portable respirator and 
care for me at home. They could also go to the hospital for 
any extra training that might be deemed necessary. As well, 
we requested that Home Orderly Service, a private company, 
should send someone at regularly scheduled hours to lift me 
onto the bedpan. 

This proposal was finally accepted, and the next day 
I began phoning local high schools to see if students were inter- 
ested in taking on this kind of work. Several young girls were 
hired at $2.95 an hour, which was the minimum wage at that 
time. They were classified as “homemakers’’, a term that hard- 
ly described their tasks, which included not only preparing 
meals, doing light housework, and answering the phone but also 
suctioning my windpipe and wiping my bottom. I began at once 
to push for a change in their classification, for a more accurate 
job description, and for an increased wage for my helpers. I 
wanted them classified as “Home Personal Attendants”’, and I 
felt their work was specialized and demanded dedicated per- 
sons, and deserved better than minimum wage. Things moved 
slowly in the Department of Health, but after several Meetings 
and the many months required to review the situation, these 
changes were made, and the girls were given a retroactive raise 
in salary. In the process, I was discovering how to deal with the 
bureaucracy, and how to fight for other people’s rights as well 
as my own. Marriage was turning out to be a much greater 
learning experience than I had ever imagined. 

I had never been taught to cook or bake, to wash 
clothes or look after a house. Thank God Clifford knew more 
than I did about household duties. There were times, though, 
when he was very frustrated. He would come home from driving 
a bus all day to find dishes not done or supper not prepared, 
and he couldn’t understand why my homemakers or attendants 
had not done these things. He would end up doing them himself. 
The truth was that many of my young helpers didn’t know 
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much more about looking after a home than I did. But these in- 
experienced young girls turned out to be ideal learners. The 
more senior workers were usually too helpful and motherly, and 
wanted to do everything for me. But the young girls and I were 
able to learn together. 

Usually we learned the hard way, especially with re- 
gard to cooking. Once we decided to have liver for dinner, so we 
boiled it! Another time, we made a macaroni casserole, but for- 
got to rinse the starch out of the noodles before cooking them. 
We had our friends, Rick and Sue, over for dinner, and they 
jokingly brought a bottle of Eno’s Fruit Salt with them to deal 
with any possible indigestion. I’m afraid they ended up needing 
it. 

1 thank God I had such wonderful helpers working 
for me in those early days. They were young, intelligent, and. 
best of all, reliable. They gave me a great deal of support, and I 
gained a lot of confidence in myself. 

My mother would phone two or three times a day at 
first, just to see how things were going. And when I needed 
words of wisdom, I would call my brother Larry in Vancouver. 
He had told me, ‘‘Dad is not with us, and I promised myself | 
would care for you and Mom as long as I live.” He kept that 
promise, and his encouragement often kept me going. 

The first year together was difficult for both of us. 
Neither of us could really relax after the first time my respir- 
ator stopped working one day, and I had to have my attendant 
phone an ambulance to rush me to the hospital. From the hos- 
pital we contacted the Transit System, and they sent a super- 
visor to get hold of Clifford on his bus route. This happened 
several times, in fact, and it put a lot of stress on Clifford. The 
supervisor would never tell him whether I was dead or alive, and 
so he never knew what to expect when he finally arrived at the 
hospital or at our home. 

With my attendants, 1 went over the emergency rou- 
tines again and again, and gradually the girls and I gained some 
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confidence. We learned how to handle emergencies on our own, 
and I found the courage to make my own decisions in these sit- 
uations — something I thought I would never be able to do. I 
began to grow up inside, to mature, and I realized that this was 
one of the great gifts of marriage: it calls forth growth, espec- 
ially in responsibility. There were other kinds of growth as well. 
I joined a Friday evening prayer group with Orthodox friends, 
and learned to share my faith and the experience of God in my 
life. My friends made me very welcome, but it was often diff- 
icult for my attendants to sit through prayer meetings if they 
didn’t share my faith, and it was difficult for me to see them 
sitting there resentful and pouting. So I eventually stopped 
going to these gatherings. 

Clifford and I went to several retreats at Villa Maria 
Retreat House, and also on Marriage Encounter weekends. We 
learned to share our feelings more deeply than we had ever done 
before. On our first such weekend, we felt that we learned more 
about each other than we had learned in our previous eight 
years together. After experiencing a Faith and Sharing retreat in 
1977 (These were begun by Jean Vanier to bring together handi- 
capped and non-handicapped people from all walks of life.) I 
was inspired to organize a similar retreat, for three days in June 
of 1979, especially for the handicapped. I had begun to realize 
that I had a lot to share, and this seemed like an excellent way 
to share it. It was a great success, to judge from the turnout 
and from the response that followed. There were sixty people 
present, and many of them spoke openly of their own spiritual 
needs. Soon after this, I made my first attempts at writing my 
autobiography with pen and paper. 

With marriage, my health finally began to improve, 
and most of my medication was taken away, except for my kid- 
ney pills. The doctors told me that, the more I kept busy and 
active, the better I would feel, and they were right. After six 
months of marriage, | began to wonder what it would be like if 
I got a job. So I applied for work with the Manitoba League of 
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the Physically Handicapped, and was hired as a ‘*Housing and 
Support Services Researcher,” and then as a “Fund Raising Re- 
searcher.” This mostly involved doing surveys by phone and 
writing up reports. The government continued to pay for my 
personal attendants and for my orderly service on the job. 
When I received my first pay cheque, I was so excited that I 
made a photocopy of it and had it framed. 

Working outside the home demanded a lot of both 
my husband and me. Clifford made special arrangements to 
change his transit shift in order to accommodate me. He had to 
get up early every morning just to prepare me for my day’s 
activities, getting me washed, dressed, fed and ready to be pick- 
ed up by the Winnipeg Handi Transit bus and taken to work. It 
was difficult for me too, because I had to learn a lot about tol- 
erating people in the working world, and about dealing with 
their greed and heartlessness. I continually had to fight for my 
own rights, but I was sustained by the thought that it was a 
battle for others besides myself. 

Then I had the first of several serious accidents. This 
was in the Handi Transit bus while on my way to work. As the 
driver braked to turn off into an exit lane, the clamp holding 
my wheelchair let go, and my wheelchair and I flipped over, 
The water in my cascade was running into my air hose and be- 
ing forced into my lungs by the respirator. Fortunately, Clifford 
was with me. He reacted quickly and managed to lift me and 
my wheelchair, which together weighed about four hundred 
pounds, back into an upright position. Where he found the 
strength I don’t know — it must have come from some com- 
bination of fear and love. Then he suctioned most of the water 
out of my lungs. The driver radioed for help, and we got a pol- 
ice escort to the Health Sciences Centre, but even with this, it 
took us twenty minutes to get there from Transcona. 

The doctors examined me and found there was little 
to do that had not already been done, but the shock of the acci- 
dent awakened the fears that had almost been erased from my 
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mind. | began to withdraw into a protective cocoon, and found 
it difficult to put any effort into what I was doing. I frequently 
missed going to work, and when the job ended after only three 
months, I decided to take some time off before looking for an- 
other job. It was a year and a half before I went back to work. 
But Clifford got me through this difficult period by helping me 
to see that it was only a temporary set-back. 

Not long afterward, just before the second anniver- 
sary of our wedding, I came close to losing my life in another 
unexpected incident. Because I had to drink a lot of hquids 
to flush my kidneys, I needed the bedpan every two or three 
hours, day and night. On the twentieth of September, 1980, I 
woke up in the middle of the night and called out loudly try- 
ing to rouse Cliff. He moaned softly and mumbled, “It’s O.K., 
everything is all right, youll be O.K.” My eyes were closed 
tight, and I kept asking for the bedpan. At last Clifford rolled 
over, and then suddenly he sat up quickly and jumped out of 
bed. He grabbed me in his arms and almost threw me into my 
wheelchair, disconnecting my air hose in the process. I was 
startled and wondered whether the man had lost his mind. All 
I had asked for was the bedpan. I kept wheezing, ‘‘What’s 
wrong? What’s wrong?” But he never answered a word. 

Then I began to realize there was a reddish glow in 
the room, but I couldn’t imagine what it might be. Clifford 
pushed me, chair and all, into the hallway near the kitchen. He 
didn’t think to attach my respirator to my throat, so I couldn’t 
talk and could only frog-breathe. I tried to get his attention by 
clicking my tongue, but Clifford was busy running back and 
forth to the bathroom with my bedpan. He wasn’t bringing it to 
me, however, but was filling it with water, and running into the 
bedroom. He shouted, “‘Keep bending your head back and forth 
— it will help you breathe. I’ll be with you in a minute.” I heard 
him flip the mattress over, but I was still too dazed to figure out 


what was going on. 
After about ten minutes of this, he went around open- 
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ing all the windows in the house, and finally he attached my res- 
pirator to my throat. He wrapped me in blankets, knelt down 
beside me, and hugged me, and began to sob. Then he explained 
that the battery charger under our bed had caught fire. The fire 
had spread to the box spring and even to the mattress. He called 
the fire department, and when the firemen arrived, they found 
the box spring still smouldering. ““Another two minutes and you 
would have been overcome by smoke and burned to death in 
your bed,” they told us. The smoke detector had not gone off 
until Clifford started putting water on the fire. But, because my 
respirator had not been connected, it did not pump any smoke 
into my lungs. My breathing was too shallow to do me any dam- 
age. Clifford’s hands were burned and his toe was stubbed, but 
he didn’t notice this until later, and only later did I get scared 
and start crying when I realized what a narrow escape we had 
had. As the firemen left, they said, “Someone must be watching 
over you two.” 

We had to move into a motel for a week while our 
home was repainted and redecorated, as there was smoke damage 
throughout the house. Fortunately, we were covered by insur- 
ance. 

Despite these traumatic experiences, I managed to get 
over my fears. The only way to do this, I knew, was to keep 
busy, and so I began joining volunteer organizations. Gradually, 
I was drawn into politics. , 
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7. THE LOUD—MOUTHED ACTIVIST 


My friend and supporter, Wilson Parasiuk, brought 
me into contact with Manitoba Premier Ed Schreyer, who was 
later to become Governor-General of Canada, and showed me 
that the most effective way of getting a message to responsible 
people in all levels of government is to talk directly to them and 
tell them the facts. My long association with the Manitoba 
Wheelchair Sports and Recreation Association taught me many 
skills by putting me in several positions of responsibility. In 
1976, I was elected Public Relations Chairperson and a member 
of the Board of Directors. In 1977, I was their Summer Program 
Co-ordinator, and later their Recreation Co-ordinator and 
Transportation Chairperson. I learned how to conduct meetings, 
how to plan and organize events, how to deal with people, how 
to reason through a task, and how to develop work strategies. 

Work with The Manitoba League of the Physically 
Handicapped not only got me out of my home, but also brought 
me into contact with many other disabled persons, and educated 
me in a way that nothing else could have done. I was learning 
that there were many other people in the community — the 
aged, the blind, the crippled, the mentally deficient, the hearing 
impaired, people with minor disabilities and others with major 
disabilities — all with problems and needs of one kind or an- 
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other. Under the supervision of Henry Enns, who became a 
good friend, I made contact with as many of these people as 
possible, discussed their needs, listened to their suggestions, 
compiled case studies, and made reports suggesting more normal 
lives. These included not only such things as home care and or- 
derly services, but also wheelchair accessibility of public build- 
ings and sidewalks, transportation, education, employment, 
worship, recreation, culture and safety. Viewed as a whole, dif- 
ficulties in these areas amounted to a denial of the rights of 
handicapped people to be full human beings, and so they had to 
be dealt with through the legal system and through changes in 
legislation. Viewed separately, they were a series of obstacles or 
roadblocks which had to be tackled one by one, through poli- 
tical action, in order to have them changed or removed. Under- 
lying everything were problems of attitude and a lack of aware- 
ness, which had to be corrected through the press, radio and 
television. It involved a lot of people and a lot of hard work 
over many years, and still there is much remaining to be done. 

I began by making submissions to the East Kildonan- 
Transcona Community Committee, whose meeting place was in- 
accessible to handicapped people. In order to attend a meeting, 
I would have to make arrangements at least three weeks in ad- 
vance. First, they would have to agree to hold their meeting on 
the first floor of their office building, at the foot of the stairs, 
in order to accommodate my wheelchair. Then I would have to 
contact the orderly service and ask to have someone meet me 
there. Finally I would have to make arrangements for transpor- 
tation by Handi Transit bus and be accompanied by a personal 
attendant. The whole process seemed intimidating at first, but it 
was only by going to these meetings that I learned how the poli- 
tical system worked. 

In 1980, my belief in the importance of education led 
me to stand for election as a School Trustee in the Transcona- 
Springfield School Division. It seemed to me that, in such a posi- 
tion, I might be able to address the special needs of handicapped 
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children, and also promote their integration into regular schools. 
I could also try to support the demand of handicapped adults 
for continuing education. I filed my nomination papers just be- 
fore the fire in our bedroom. My campaign pamphlets were two 
weeks late in coming out, and I had to enlist the help of young 
students to deliver them for me. I was inexperienced, but I was 
well-known in the area, and I managed to pick up 489 votes. 
Through this experience I learned a lot about campaigning for 
public office, and later, in 1983, I ran for City Council in the 
Transcona ward. I wanted some kind of position from which I 
could work for the needs of the handicapped. Once again, I failed 
to get myself elected, but I managed nevertheless to get a lot of 
publicity and press coverage for my cause just by running. 
Frequently, I had to point out that my concern was 
not only for my own specialized needs and those of other handi- 
capped people, but for the good of the whole community. For 
instance, I found it difficult to understand how the City of 
Winnipeg could leave a long stretch of Regent Avenue, Trans- 
cona’s main thoroughfare, without a sidewalk on either side of 
the pavement. It was impossible for people in wheelchairs to use 
the street, and dangerous for school children. I appeared before 
the East Kildonan-Transcona Community Committee as part of 
a delegation to request that a sidewalk be constructed. It was 
January of 1981, the beginning of the United Nations’ Inter- 
national Year of the Disabled. This seemed like the perfect pro- 
ject for our community, a gift to the handicapped and non- 
handicapped alike. I was told that a sidewalk would cost 
$150,000, and that the submission should have been made back 
in October when the process for the Works and Operations 
Committee’s budget began. The Councillors were brutally hon- 
est, and for that I had to respect them, but I found it hard to 
accept that nothing could be done in such a landmark year. I 
was once again learning the hard way that successful politicking 
demanded a lot of foresight and preparation. And a lot of 
patience. The sidewalk was built in 1982, but only after I sub- 
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mitted a petition with 5,000 signatures, and I was invited to cut 
the ribbon at its official opening. 

Later that same year, several other handicapped people 
and I formed a group called the ‘‘Ad Hoc Consumers’ Com- 
mittee of Handi-Transit,” and appeared before the Works and 
Operations Committee of the Winnipeg City Council to present 
a petition with 1,257 signatures asking for better Handi Transit 
service for the disabled. This service, one of the first in Canada, 
had been a break-through when it was established in 1977 to 
serve the handicapped in Winnipeg, of whom there are about 
6,000. It had then set an example for other Canadian cities, but 
had since fallen far behind many of them. Winnipeg had only 
ten Handi Transit minibuses in 1981. By 1984, the number had 
increased to fifteen. Edmonton, with a smaller population and 
fewer handicapped people, had forty-five spécial buses to serve 
them in 1984. In 1981, our delegation was asking that twenty 
more buses be added to the Handi Transit fleet, and that service 
be improved. 

Bookings for Handi Transit buses had to be made in 
advance and confirmed the day before the trip, at which time 
the user might be told that a bus was not available. There was 
also a priority system, which required that trips had to be for 
(1) employment, (2) educational, or (3) medical purposes, in 
this order, unless there was a bus available, and there almost never 
was, because of this system and the very limited number of 
buses. The handicapped could not use the buses for recreational 
outings, or to go shopping, or even to visit a friend in the hospi- 
tal. The polio victims in the King George Hospital could use the 
buses only on trips to and from the Health Sciences Centre. 
Moreover, on weekends and holidays only two buses were in op- 
eration, making it almost impossible to get a ride. We proposed 
that City Council scrap the free DASH (Downtown Area 
Shuttle) bus service for able-bodied citizens, which cost tax- 
payers about $350,000 annually, and spend the money instead 
on upgrading the Handi Transit service. We pointed out that 
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S. Huzel, Councillor Phil Rizzuto, Eldon Bach, and Theresa Ducharme at 
the ribbon-cutting ceremony celebrating the opening of a two and one half 
mile stretch of sidewalk from Plessis Road to the Kildonan Park Shopping 
Centre. (Photo by Vienna Badiuk) 


“we are not asking to travel free: we are asking for freedom to 
travel.” 

We didn’t meet with much success. Our request was 
turned down. Moreover, I had to pay $40 out of my own poc- 
ket for a round trip in a wheelchair van, just to be able to attend 
the meeting. Had I been able to use the Handi Transit bus, the 
trip would have cost me $1.20! There were other battles, too, 
to keep Handi Transit fares from being raised higher than regu- 
lar bus fares, to improve service to suburban areas, and to in- 
crease the security of wheelchair passengers by changing the 
type of wheelchair clamp used in the buses, which my own acci- 
dent had shown to be unsafe. 

Safety had long been a concern of mine, and this was 
reinforced by another strange accident in 1981. I was sitting in 
the cafeteria of the Health Sciences Centre, having lunch after 
one of my check-ups. I could feel something warm under my 
chair, but, of course, since I don’t breathe through my nose, I 
couldn’t smell anything. I was saying to the girl with me, ‘‘My 
respirator is not working right,’’ and as the girl looked under my 
wheelchair, she yelled out, ‘“‘You’re on fire! You’re on fire, 
Theresa! Your chair is burning!’’ Then the respirator stopped 
working. I started yelling, ‘‘Help! Help! I’m on fire! I’m on fire!”’ 
Nobody ran. A few doctors and nurses turned around and looked 
at me, wondering whether I was crazy, and seeming to say, 
“Please, you’re disturbing my lunch.” Then an elderly woman 
on the kitchen staff noticed me, and said, ‘‘Oh, my God! That 
person’s on fire!” It was Helen Kozubski. She grabbed a glass of 
water and started coming toward me as fast as she could, but 
she had a limp and couldn’t move very quickly. I kept saying, 
“IT can’t breathe! I can’t breathe!” The girl was trying to give me 
artificial respiration. She didn’t really know what to do. 

Meanwhile, Helen was still coming with her glass of 
water, shouting “I’ll help you! I'll help you!” Just then, two 
orderlies from the operating room passed by and said, ‘‘For 
God’s sake, her chair is burning!” They looked under my chair 


74 


and saw the wires to the battery burning. They were afraid the 
battery might explode. They shouted to Helen not to throw 
water on it. I kept hearing this word ‘‘explosion,” and I thought 
my wheelchair was going to blow up with me in it. By this time, 
the entire kitchen staff and everybody in the cafeteria, which 
holds three hundred persons, was looking at me and wondering 
what was going on, while I was trying to scream and breathe, 
and the orderlies were under my chair pulling at the burning 
wires. 

Eventually, they got the wires off and put the fire out. 
An emergency call was put in, and a crew of mechanics spent 
three hours repairing my chair, while I was kept breathing with 
an ambu-bag. Everyone agreed that I just happened to be in the 
right place at the right time, because, if this fire had started in 
my home, I don’t know what I would have done alone with just 
a young attendant. It was discovered that acid from the wet-cell 
battery had leaked out when my chair was tipped back, as it fre- 
quently had to be to go up ramps, and caused a short circuit in 
the wires, and ignited the insulation. A safety fuse was eventually 
installed to prevent this from happening again. 

Because of this accident, I asked to have a medical 
alert system installed in my home to summon emergency help, 
and was able to get one through the assistance of the United 
Way. The system uses a small radio transmitter, which costs 
about $300. To summon help, I simply have to push a button. 
This activates a signal which is picked up by someone at a moni- 
toring station, who immediately dispatches aid. I tried to get 
the Department of Health to supply this system to all elderly 
and disabled persons who need it, especially those who are de- 
pendent on life-support respirators. The presence of this simple 
alert device can remove a great deal of stressful fear, and even 
save lives, but it is expensive to purchase, and it presently costs 
$21 every two months to maintain. Even today, none of this is 
covered by Manitoba Health Services. 

When I became dissatisfied with the care I was receiv- 
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Transcona councillor, Reg Wyatt and Theresa Ducharme at the opening 
of the wheelchair elevator, making the East Kildonan-Transcona Commun- 
ity Committee office accessible. (Photo by Vienna Badiuk) 


ing from Home Orderly Service, which is largely subsidized by a 
Provincial Government Grant, I organized a group of Home Care 
patients to work for improved service from this company. Order- 
lies sometimes arrived late for appointments, and occasionally 
failed to show up at all. Some patients’ needs are scheduled and 
some are not, but this can be very unpleasant if you are waiting 
for a bedpan. There were orderlies who were not properly 
trained, and didn’t know which basic services their patients re- 
quired. It was also difficult to get emergency service outside 
normal hours. Improvements were made, but in this kind of ser- 
vice, problems are always arising, and the dissatisfied consumer 
quickly gets tagged as a chronic complainer. 

Later, I even got involved in fighting for a new fire 
hall in our area, which would also provide the community with 
improved ambulance service. I remember going to one meeting 
where two of us in wheelchairs had to wait outside for half an 
hour in the cold before we could get into the school building 
where the meeting was being held. Then we had to wait another 
forty-five minutes at the top of a flight of stairs before volun- 
teers carried us down to the gymnasium, and then the meeting 
got under way. We had been assured beforehand that the school 
had wheelchair access. After this exasperating beginning, the 
point had already been made regarding the neglect of the needs 
of the handicapped, and we were able to address the question of 
the fire hall and ambulance service. The fire hall was eventually 
built, on the site originally proposed. 

From the beginning of my struggles, one of my chief 
concerns has been the accessibility of places of worship. My 
own church, St. Michael’s, had fifteen steps which had to be 
negotiated in order to reach the front entrance. My wheelchair 
with me in it weighed over four hundred pounds. Before I was 
married, I had little trouble getting people to carry me up and 
down these steps. But, after my marriage, they seemed to think 
it was now my husband’s responsibility to deal with this pro- 
blem. We used to go to the nine o’clock Mass on Sunday morn- 
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Chairman of People in Equal Participation, Inc. Theresa hopes to raise 
funds so all religious houses will be accessible to the disabled. 
(Photo courtesy Wayne Glowacki, Winnipeg Free Press 


ings. I would sit at the bottom of the stairs, and Father 
Buyachok would try to find three men to help Clifford carry 
me up. We would usually get the same people each week, but 
gradually they started going to the noon Mass. When we switched 
to the noon Mass, they began to go back to the nine o’clock 
Mass. Eventuallv I began to go to the Roman Catholic Church 
of the Blessed Sacrament. To some this may have looked like a 
betrayal of my Ukrainian heritage, but I had joined a warm and 
welcoming group of people, who had close ties with the comm- 
unity of L’Arche, Jean Vanier’s foundation for mentally handi- 
capped adults, and whose church building had no steps at all at 
its front entrance. 

Out of this experience, I approached the Manitoba 
League of the Physically Handicapped, and asked if they would 
be willing to launch an appeal to have churches made accessible 
to wheelchairs. They were not interested in specifically religious 
projects, as they saw it, and suggested instead that I form my 
own group. And so I did. In 1981, I began the ‘‘Multi-Cultural 
Church Committee” to work for the integration of the physically 
handicapped into religious and cultural community events. 

Because we wanted to include synagogues in our cam- 
paign, we eventually changed our group’s name to ‘‘People in 
Equal Participation, Inc.’”’ — PEP for short. One of our first pub- 
lic meetings was held in the basement of St. Ignatius Roman 
Catholic Church, which had just installed a beautiful ramp and 
an elevator to make the building accessible for the Year of the 
Disabled. The television cameras were there, and we were able 
to show our city what could be done when people really believed 
it was worth doing. 

We were fortunate in having the support of Winnipeg’s 
Mayor, Bill Norrie, who gave our organization a great boost in 
19838, by having the month of October set aside as ‘“‘Access and 
Awareness Month.” It has since become an annual event and 
helped keep our cause alive. So far, only about ten per cent of 
the city’s churches provide full access to the physically handi- 
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left to right: Joe Laviey, Theresa Ducharme, Clifford Ducharme, 
Archbishop Maxime Hermaniuk, Mayor Bill Norrie, at the signing of the 
October Access Awareness Month at City Hill. (Photo by Vienna Badiuk} 


capped. Progress is slow because the required structural changes 
are so expensive. But the struggle is worthwhile, not only for 
those disabled people who are kept from public worship, but 
also for those who are kept from social and cultural events, such 
as Winnipeg’s famous Folklorama, which every August sets up 
ethnic pavillions in church basements and ethnic clubs, many of 
which are inaccessible to people in wheelchairs. But many reli- 
gious groups, among them the United Church of Canada, the 
Lutheran Church’s Western Synod and the Mennonite Central 
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Committee, have set up committees to examine what can be 
done. Many churches have added elevators and widened doors, 
and most new places of worship are being constructed with the 
needs of the physically disabled in mind. 

Because handicapped people are a minority group making 
up only a small portion of the population, and because we are 
often regarded as useless people who have nothing of value to 
contribute to society, it is easy for civic and provincial bureau- 
crats to ignore our demands, or to frustrate us with the delays 
of bureaucratic procedures, in the hope that we will go away 
and stop bothering them. But I quickly learned that the squeaky 
wheel gets the grease, and so I have continued to speak. 
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&. FLYING HIGH 


“The International Year of Disabled Persons (1981) 
came and went with no significant change in public attitude, no 
giant breakthrough in rights for the handicapped.”’ This is how 
my friend Barry Mullin began an article in the Winnipeg Free 
Press for July 6th, 1983, and, unfortunately, I cannot disagree 
with him. But, to put it in military terms, I’d have to say that 
a breakthrough in battle usually comes after a lot of preliminary 
skirmishes. Small victories prepare the way for greater victories. 
The struggle to change attitudes, however, differs in this: it is 
an unending one. There will always be ignorance and prejudice. 
But the Year of the Disabled at least achieved international rec- 
ognition of the needs of handicapped persons. There were also 
some seemingly minor breakthroughs. One of these, made with 
the help of Air Canada, could yet lead to some significant 
changes in air travel regulations affecting the handicapped. 

During the Year of the Disabled, the Federal Govern- 
ment had set up a national committee in Ottawa to co-ordinate 
projects and funding. Air Canada had contacted this committee 
seeking some worthy project to which it could contribute its 
skills and services. The airline was told that the committee had 
nothing to suggest: no projects for air travel by handicapped 
persons had been submitted. Meanwhile, I had been in touch 
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with the local committee in Winnipeg, and had been given a 
similar answer: “Come up with a project of your own.” 

I talked it over with Clifford. I had been engaged in a 
long battle for better transportation on the ground, but one of 
my secret ambitions had always been to fly. It seemed like a 
pipe-dream, a fantasy that could never be lived out, because 
there were so many obstacles standing in the way. Before I got 
my portable respirator, Dr. Kirk had told me I would never be 
able to fly, simply because changes in aircraft pressure would 
make breathing very difficult. Now, with the respirator, I had 
become truly mobile, my health had improved greatly, and 
breathing in a pressurized cabin would be no different from 
breathing on the ground. I knew it would not be quite that 
simple, but Clifford urged me to give it a try and see what would 
happen. 

At the beginning of spring, I wrote a letter to Claude 
Taylor, who was then President of Air Canada, at the head office 
in Montreal. I stated that I was a polio victim and would like to 
fly as a passenger with Air Canada, and suggested that this might 
make a suitable project for the company during the Year of the 
Disabled. Two weeks later I was astounded to receive a phone 
call from the Montreal office saying that they had been looking 
for just such a project, and were delighted to receive my request. 
They wanted to know how serious my intentions were — would 
1 be willing to work with them in solving the technical problems 
in order to actually make a flight? I said “Of course, and they 
set up an appointment to visit me in my home. 

Shortly afterwards, three respresentatives from Air 
Canada arrived from Montreal to discuss the project with me. 
After talking with me and checking out my respirator, they 
were very enthusiastic, but they said there would have to be an 
intensive investigation of the medical implications before I could 
be cleared for flight. I would be making history, because it 
would be the first time that a Canadian airline carried, asa reg- 
ular passenger, someone who required an on-board life-support 
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system. I would also be setting a precedent for similar air travel 
by others in the future. Provision would have to be made for 
the carriage of my respirator, and the safety standards of the 
Canadian Aviation Safety Bureau would have to be met. This re- 
quired a careful examination of the mechanism of my respirator, 
and construction of a special metal envelope to house the mach- 
ine and its battery, which would have to be exchanged for a 
lower-powered dry cell. The container would be bolted to the 
floor of the aircraft, under the seat in front of me, in order to 
stabilize my equipment. As one of the men said, ‘“‘If there’s 
turbulence, anything that’s loose becomes a missile.”’ Precau- 
tions would also have to be taken for emergency oxygen, which 
could not be supplied to me through a mask. They decided to 
remove the mask from the compartment above my head, and 
add a tube that could be inserted into my respirator. 

The various stages of discussion and planning took six 
months. Through it all, the people at Air Canada showed tre- 
mendous concern for my needs, and gave me every possible con- 
sideration. There was a real, concerted effort on the part of 
everyone to make sure that I would be safe and comfortable 
and relaxed. Nothing was insignificant, and every eventuality 
was carefully considered. 

There were also government regulations concerning 
what could and could not be carried in the passenger area. I was 
asked to contact Lloyd Axworthy, who was at that time the Fed- 
eral Minister of Transport, to make sure his office was aware of 
what I wanted to do, and to get official approval. He was a fel- 
low Winnipegger, and a man committed to improving the lot of 
the physically handicapped. He assured me, by letter and by 
phone, that no obstacles would be put in the way of this flight, 
and he promised to work for changes in the regulations. 

It was Lloyd Axworthy who later commissioned a re- 
port which came up with forty recommendations to make air 
travel more accessible for the handicapped. This report, prepared 
by Ed Ratushny, a professor of Law at Carleton University in 
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Liberal Convention, Grant Motor Inn, 1984. 
Lloyd Axworthy pledges support for wheelchair accesss to People in 
Equal Participation, Inc. 


Ottawa, recommended that air carriers no longer should have 
the power to refuse a flight to disabled or elderly persons be- 
cause they don’t have attendants with them. It asked that per- 
sonal attendants be allowed to travel free of charge. It wanted 
airlines to provide telephone-teletype service to allow voice- 
impaired and hearing-impaired people to make reservations and 
get information. And it urged that carriers be required to trans- 
port a blind person’s seeing-eye dog without charge. The Minis- 
ter’s office set up a committee to draft these and other recom- 
mendations into regulations which were to apply to all sche- 
duled and charter air services of airlines with planes of sixty or 
more passenger seats. It was hoped that these would also serve 
as a model] for other forms of transportation. 

Air Canada had originally offered to allow my hus- 
band to travel free of charge as my attendant. Somehow, he 
ended up having to pay full fare. Current regulations now require 
that personal attendants be permitted to travel at half-fare. 
with the recent election of anew government, Lloyd Axworthy’s 
committee has been disbanded, and most of the policy changes 
have been dropped. One disabled person even had to buy an 
extra seat not long ago in order to transport a wheelchair on an 
airplane. 

I finally got the go-ahead. Clifford and I arranged to 
visit my brother Larry in Vancouver, and spend five days with 
him and his family. Our flights were booked, our bags were 
packed, and we were ready to take off in early October. When 
the day came, we were supposed to be at the airport an hour 
before departure time, but, believe it or not, we slept in and 
arrived by wheelchair van, with only ten minutes to spare. In- 
stead of being first on board, I was last. But everything was 
ready and waiting, and it didn’t take us long to get settled. A 
couple of beautiful and efficient flight attendants escorted me 
in my wheelchair to the cabin of the aircraft — a DC-8, if I re- 
call correctly — and then Clifford had to carry me to my seat. 
Clifford is a big man, and, with me in his arms, it was a tight 
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squeeze getting through the doors and down the aisle. I was 
strapped into my seat, with an extra seat-belt around my mid- 
riff and under my arms. The respirator was secured in its metal 
box fastened to the floor in front of my feet, and my wheelchair 
wheelchair and wet-cell battery were taken away and stowed in 
the cargo hold. 

I was disappointed to discover that two staff doctors 
from Montreal had been designated to accompany me on the 
trip, in case an emergency should arise. I wanted to travel as a 
passenger, and not as a medical case. But, with all the publicity 
involved in this venture, I suppose Air Canada could not afford 
to take any risks that something might go wrong. 

We took off from Winnipeg International Airport 
only fifteen minutes late. I was nervous, of course, but it was 
not because of the technical innovations, but because this was 
my very first flight. I had never been in an airplane before, and 
just being on board this big aircraft was a mind-boggling exper- 
ience. Clifford was almost as excited as I was, but he reassured 
me and held my hand before take-off. We taxied to the runway 
and waited for a few minutes. Then, all at once the engines were 
roaring, and we were racing down the runway and lifting into 
the sky as the ground rushed away below us. I was flying! 

Soon, I was able to relax and enjoy myself. It was a 
direct flight of only three hours, so there was no need to use the 
toilet, and there were no complications with breathing or air 
pressure. Everything worked perfectly. And then we were land- 
ing in Vancouver. My brother was there to meet us with a van, 
and it was a wonderful reunion. Even though it was only three 
years since we had last seen one another, it was the first time I 
was able to be with them in their own home. There was so much 
to share, that five days hardly seemed long enough to share it all. 
Before we knew it, we were on the return flight to Winnipeg, 
and all seemed so easy, that it was like waking up from a dream. 
But it was not a dream, it was real. There were even pictures in 
the newspapers to prove it. Once again, it felt great to be alive. 
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I wrote a letter, part of which was printed in Horizons, 
Air Canada’s employee news publication, in which I said, “‘It is 
my sincerest wish that Air Canada fly high forever,’’ and I meant 
it. I was to have an experience a couple of years later, of a flight 
on an American airline, which was not nearly so pleasant. Fol- 
lowing the success of this flight, Air Canada made the container 
available to other passengers in similar circumstances, and con- 
structed a few more containers to meet future demand. Just re- 
cently, David Martin of the Manitoba League of the Physically 
Handicapped telephoned to say that he had made use of this 
equipment himself, and congratulated me once again on my 
pioneering venture of 1981. 

My hope is that others will continue to push for 
changes in government policy and regulations, so that air travel 
for the physically handicapped can be made ‘easier and less ex- 
pensive. Perhaps one day we will even see the establishment of 
an international convention on accessibility standards for trans- 
portation of the disabled, so that more of us can enjoy the ex- 
perience of flying high. 

Six months after my flight to Vancouver, J was 
grounded with a recurrence of kidney ailments. While my health 
had improved in general, one of my kidneys grew inflamed from 
stones and infections, and in April of 1982, I had my right kid- 
ney removed at the Health Sciences Centre. This was my first 
hospitalization in six years, and, though it was a setback, it was 
not a major one. I recovered quickly, and in a few months I got 
another job, this time with Canwest Agricultural Research as a 
survey researcher in marketing. Once again I was employed, I 
was happy, and my worst struggles seemed far behind me. I had 
overcome my fears, and gained new confidence because of my 
successful experience with air travel. Little did I suspect that ill- 
ness was once again to strike. This time it was not me, but my 
husband who was stricken. 
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Theresa Ducharme at work 
(Photo courtesy of the University of Manitoba) 


9. FIGHTING FOR LIFE 


Clifford was getting ready for work. It was Sunday, 
January 30, 1983, and he was in his bus driver’s uniform. He 
said, ““You know, Hon, I don’t feel so good.” I could see his 
face was pale. Then he said, “I’ve got an hour before I leave. I 
wonder if I should lie down and see if I feel any better.”’ I didn’t 
want to tell him I was worried, but I could sense there was some- 
thing more bothering him — more than he wanted to talk about. 
Finally he said, ‘I'll go lie down for a while,” and went into the 
bedroom. 

I said to Kathy Kanyok, my attendant, “I don’t like 
the looks of this, but I don’t want to scare my husband.” Still, 
I felt I had to say something. I went to the bedroom and asked 
Clifford if he wanted me to call the doctor and then phone the 
Transit System to tell them he wouldn’t be going to work be- 
cause he wasn’t feeling well. 

He said, ‘‘No, Hon, I’m in uniform, and I’d still like 
to go. Besides, I can’t afford to lose the wages.”’ 

I asked, ‘““How do you really feel?” 

He said, ‘‘I don’t know. There seems to be a heaviness 
on my chest. Maybe it’s indigestion... .’’ He told me he had 
felt a flu coming on the week before, and was kind of nauseated 
now, but he thought it would pass. 
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I said, “I know it’s Sunday, but I could talk to the 
doctor and get him over here.” 

Clifford said, ‘“‘Like heck you could.”’ 

I asked if he wanted Kathy to go home, and he said, 
“No, you'd better ask Kathy to stay, because I wouldn’t be able 
to do anything for you even if I cancelled work.” 

I went into the kitchen to talk to Kathy. I said, 
“Kathy, I don’t know what to do. Clifford’s very pale. He seems 
very scared.” 

She said, ‘‘Why don’t you call a doctor?” I said I 
would do that only if he requested it — after all, he was the 
only one who really knew how he was feeling. About an hour 
later, Clifford asked if I could get a doctor for him. He was sure 
I wouldn’t be able to get anybody because it was Sunday. So I 
picked up the phone and said to the answering service at the 
Transcona Medical Centre, ‘‘It’s Theresa Ducharme. I’m on a 
life-support respirator, and I require assistance immediately! 
Could you please have a doctor call me?” I figured this ought to 
do it! 

Moments later, the doorbell rang. It was Bill Balan, 
who had been best man at our wedding. He asked, ‘‘What’s 
happening?” 

And I said, ‘‘I just phoned the doctor about Clifford 
— he’s supposed to call back.” 

Bill asked, ‘“‘Why? Is Cliff not feeling well?” 

Just as I was explaining what was going on, the phone 
rang. Clifford answered, and it was the doctor on call. 1 picked 
up the extension phone so I could be in on their conversation. 
The doctor asked Clifford to describe all his symptoms. Cliff 
said he had difficulty breathing. He had chest pains; he felt like 
he had a cement block on his chest, and he had chills but he was 
also perspiring. The doctor said he should be rushed to the 
hospital. Clifford asked if he thought it was serious, and was 
told, ‘‘Yes, it’s serious.” 

Bill offered to take Clifford to the hospital. When 
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Clifford agreed to go, I knew he wasn’t coming back in a hurry 
because he refused to kiss me. He couldn’t even bring himself to 
look at me. I guess he didn’t want me to think it was all that 
serious. He was worried, he was scared, and his whole life was 
about to undergo a complete change. He said, ‘‘Call the hospital 
and they’! let you know what’s happening.” Then he was gone. 

I phoned Concordia Hospital within the hour. The 
hospital told me that my husband was no longer there. He had 
been taken to the Health Sciences Centre. He was in the Inten- 
sive Care Unit. I asked what his condition was, and they said 
he’d had a heart attack. Then the doctor got on the phone to 
me. He explained the seriousness of the situation. ‘‘Your hus- 
band has suffered a massive heart attack, Theresa. We have him 
in the Intensive Care Unit. We don’t know whether he'll sur- 
vive or not. We should know within forty-eight hours. Mean- 
while, we’ll just have to wait and see what happens.” 

I was in a panic. I think this was the most frightening 
experience I had ever had, including all the fears during my 
own hospitalizations. I could not imagine that my husband, my 
friend and lover, was going to be taken away from me for a 
great length of time, and under such circumstances. But at that 
instant, the thought also came into my head that Bill Balan had 
walked into our house at just the right moment. How did it hap- 
pen that he was there just when he was needed? I could only be- 
lieve that we were being looked after, and that everything would 
turn out all right. 

Forty-eight hours after Clifford’s admission to the 
hospital, the doctors told me he was a very sick man. His heart 
had been catheterized, and his condition was stable, but they 
discovered that he had already suffered a previous heart attack, 
perhaps several years earlier. He had survived the worst, but 
there was no telling when he would be well enough to go home. 

Clifford was hospitalized for six weeks at the Health 
Sciences Centre. And, in the midst of trying to cope with my 
concern for my husbanq’s life and health, I found myself caught 
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up in another senseless struggle with the Department of Health 
over Home Care Services. At that time, Department policy did 
not provide for 24-hour-a-day service. And, because policy al- 
ways seems to come before people, it was easier for the Depart- 
ment of Health to hospitalize me than to make arrangements 
for me to have the care I needed at home. And so I found my- 
self in the Respiratory Unit of the Health Sciences Centre, while 
my husband was confined to another unit in another building of 
the same medical complex! 

The doctors and health care people all agreed that I 
was not sick, that I did not suffer from any acute medical pro- 
blem. I was told I had to go to the hospital, against my wishes, 
because at home I would be ‘“‘at risk.’’ But the real reason was 
that Home Care Services had regulations which made it impos- 
sible for them to provide attendants during the twelve hours at 
night when Clifford normally looked after me. There had to be 
a family member present in the home at night in order to have 
24-hour-a-day assistance from Home Care Services. My mother 
was willing to look after me, but she was too old and unwell, 
an’ ner doctor would not allow it. There was no one else in my 
family who could stay with me, and so I had to be hospitalized. 

Money, it seemed, was no object. The standard rate 
for a bed in the Respiratory Unit at that time was $323.65 a 
day, plus an extra $25 a day for a private room. In all, my stay 
in the hospital cost the taxpayers of Manitoba $26,000, as the 
Minister of Health recently revealed in the Legislature, though 
he neglected to point out that this was totally unnecessary ex- 
penditure. 

There were other costs as well, of another sort, that 
had to be borne by me. I was allowed to leave my room during 
the day, provided I was back before 6:00 P.M., so technically I 
could go out to work if I could arrange for transportation. But 
my work had been carried on at home by phone, so there was 
no reason to go out. However, there was no telephone in my 
hospital room, and no way of getting one, so I was unable to 
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keep my job. I was offered a job in the evening, but hospital 
hours made it impossible for me to accept it. It seemed to me 
that, after five years of fighting for my independence, I was 
now being prepared for permanent institutionalization by the 
health care system if my husband did not recover sufficiently to 
look after me as he had in the past. And yet all this was being 
done for the sake of my health and safety! It was infuriating. 

I got in touch with Barry Mullin of the Winnipeg Free 
Press, and he wrote a fine article which appeared on February 9th, 
in which he tried to give both sides of the story. The Home Care 
people stressed that ‘“‘reasonable efforts will be made to get 
Theresa and Cliff home together,’ but, the way I read it, the 
whole bureaucratic system of health care came off looking 
rather silly. 

And so there I was, without freedom and without 
work, removed from my home and facing the possibility of los- 
ing my husband and my house, and being shut up in a hospital 
for the rest of my life. 

Somehow, Clifford and I both managed to survive. 
We were released from the hospital on March 30th, but when 
Clifford came home he was very despondent. He had very little 
energy, and he slept most of the day, and at night, all alone in 
the spare bedroom. The Home Care service was resumed now 
that Clifford was with me. Even though he was incapacitated 
and could do nothing to help me, he fulfilled the condition set 
down by Home Care, and I was permitted to have personal 
attendants for 24 hours a day over a period of six months. This 
was so Clifford could rest and recuperate. But it hurt his pride 
greatly to be in a situation of such weakness that he could no 
longer care for his disabled wife. 

Clifford had always been a big and powerful man 
who showed his love through gentleness and caring. He had 
loved me when I was helpless, and given his whole life to look- 
ing after me and all my humblest and most intimate physical 
needs. Now suddenly, at 39, his strength had been taken away, 
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and much of his life had been robbed of its meaning because he 
felt useless and without any purpose. As he lay there alone in 
his room, it pained him to know that male orderlies had to 
come in to lift me in and out of bed morning and night, and lift 
me onto the bedpan six times a day. His heart attack had con- 
fronted him with the very real possibility of dying, but now he 
had to go through a different kind of dying — dying to himself 
and to all that he had lived for previously. It was very difficult 
and very depressing, and Cliff withdrew into himself, and seemed 
to take very little interest in life, and even less in his wife. 

It was a painful time for me as well. Sleeping alone at 
night, I would cry a lot and sleep very little, and pray and ques- 
tion my Lord. Why had this happened, I wondered. Why had 
this happened to Clifford, who was such a good man, and had 
committed himself to caring so selflessly for me? Why had God 
allowed this? I worried a lot about Clifford and what he was 
suffering, and I worried alot about myself too. The new arrange- 
ment with Home Care had my attendants coming for shorter 
lengths of time in the night, and I worried that Clifford might 
not make it through the night. I knew that 1 would be unable 
to help him. I would think about that, and then I would be 
filled with fear at what would happen to me if he should die. It 
really was a waking nightmare, and it seemed to go on forever. 

Fortunately, I had very understanding girls working 
for me at this time. Leslie Roberts, Kelly Barnett and Kathy 
Kanyok, and this made it easier to keep my fears homebound 
instead of spreading them to everyone. Gradually, Clifford’s 
strength began to return, and on the 5th of May, 1983, just 
three days after his 39th birthday, he was able to accompany 
me on my flight to St. Louis, Missouri, where we attended the 
Second International Post-Polio Conference. I will say more 
about this later, but it gave us both a great psychological lift to 
be able to travel together again by air, and be involved in some- 
thing as exciting as this conference. 

We made it through the long, hot Winnipeg summer, 
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and then in September Clifford’s father, Joe, had a stroke and 
was left unable to speak. It was a painful time for all of us. But, 
as it happened, I was able to be at his father’s bedside on the 
26th of September. He had never really accepted me as part of 
the family. I felt this was the moment when God was inviting 
him to open his heart to me and to his Saviour. I asked him if 
he wanted to share a prayer for forgiveness and healing. He 
reached out and held my hand tightly in his, and I whispered 
my words to God in his ear. The next day he died. Once again 
Clifford was faced with the awful reality of death. And to his 
mourning and grieving over his own interior dying was added 
mourning and grieving for his dead father. 

In the midst of all this suffering, though, we were 
gradually being drawn closer and closer together. Our roles had 
been strangly reversed. I, who had always been weak, found my- 
self assuming new responsibilities. Clifford’s mother and grand- 
mother were left alone in St. Laurent, far from Winnipeg. 
Neither of them could drive, and both of them were too old to 
deal with all the decisions involved in moving to the city, and 
so I took on the task of finding accommodations for them in 
Winnipeg, and arranging for them to move. Having to do all this 
work and bear all this responsibility renewed my confidence in 
myself and brought back a great feeling for life. I was discover- 
ing reserves of strength I never knew I had. 

Clifford, on the other hand, was discovering from the 
inside what it was like to be helpless and dependent on others 
to do little things that he once took for granted and did with 
ease. I felt as though he was being allowed to enter my life, and 
experience from within what I had been living from the age of 
eight. Though it was difficult for him to accept, he was learning 
how it felt to receive and be unable to give, to be cared for and 
be unable to care in return. A whole new intimacy and em- 
pathetic sharing was unfolding slowly, very slowly, in our lives. 
One of the things that helped us greatly was Dr. Berkal’s sug- 
gestion that we get a little dog to call us forth to life, since we 
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had no children of our own. We got a tiny little dog, a sort of 
Chihuahua, which we named Bambi. He quickly became part of 
the family. He would lick Clifford’s face, and sit on my lap- 
board, and sleep with us in our bed. We continue to be amazed 
at the joy this little creature brings us, and at the way he has 
helped us in our drawing closer together. 

A year later, in September 1984, Clifford’s health was 
more or less restored, and policy changes in the Transit System 
made it possible for him to be reinstated in his job as a bus 
driver. We had both come a long way, and we both still had a 
long way to go, but we had been given back to each other, and 
we could look back on the past with a lot more understanding, 
and look forward to the future with a little more hope. 
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10. BREATHING EASY 


It is 1985, early May, the spring of the year. The buds 
on the trees have opened, and the leaves are unfolding and grow- 
ing, a delicate golden green. The air is fresh. The days have leng- 
thened, and the sky is filled with a soft spring light. The miracle 
of life is returning to the world after another winter. It is good 
to be alive. 

I feel more alive than ever. I am presently breathing 
on my own, without my respirator, one hour a day. This itself 
is a small miracle when I consider how, until recently, I have 
been attached to my machine 24 hours a day, for ten years. I 
owe all this to my visit to St. Louis in May two years ago. 

Five months earlier, in December 1982, I received an 
invitation from Dr. Joe Kaufert of Winnipeg and Audrey King, 
the organizer for Ontario, to make a presentation at the Second 
International Post-Polio Conference and Symposium. “We would 
like to have someone there from Canada,” they said, ‘‘but we 
have no funds to finance you. Would you be able to pay your 
own way?” I said I would like very much to attend the confer- 
ence, and I would try to raise the money myself. I was encour- 
aged to go by Dr. Joe Lee, who had taken over from Dr. Bryan 
Kirk. It was questionable whether Clifford would be able to ac- 
company me after his heart attack, but there was no question of 
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Cliff looking after me even if he did go. I arranged to have an 
orderly from the King George Hospital, Doug Netzel, go with 
me, as well as one of my personal attendants, Kelly Barnett. 
Clifford eventually received his doctor’s permission to make the 
trip. That made four of us to raise funds for — it was going to 
be an expensive undertaking. 

I got in touch with the Mennonite Central Committee, 
the Winnipeg Police Association (they had made polio patients 
one of their special causes), the Rotary Club, Saan Stores and 
many other organizations — I only wish I could remember all of 
them. I succeeded in raising almost $5,000. Then I contacted 
Air Canada and arranged to fly with them to Chicago, using the 
equipment they had designed for me two years earlier. In 
Chicago I would have to connect with another airline which as- 
sured us that transporting me would be no problem. 

On the 5th of May, the four of us flew to Chicago 
and everything worked like a charm. Flying was becoming al- 
most routine for me. When we changed planes, however, we ran 
into trouble. The other airline had none of the special equip- 
ment I had used on Air Canada. They had assured us that they 
had carried people like me before, but they must not have 
understood the difficulties my respirator would create. Whereas 
we had been first to board in Winnipeg and were given seats 
near the front, we were last to board in Chicago and had to sit 
near the rear of the plane. There was no time to do anything 
but improvise, and we ended up with Clifford having to hold 
my respirator on his lap for this second stage of the trip. 

There were other problems when we arrived in St. 
Louis. The vans for transporting the handicapped were expen- 
sive, old and quite unsafe, with inadequate means for securing 
wheelchairs. The Sheraton St. Louis Hotel, where the conference 
was held, was situated in the beautifully restored Gas Light sec- 
tion of the city, but the cobbled streets were not designed for 
people in wheelchairs, and caused me severe pain as I was 
bumped across them, so I never left the hotel during the con- 


ference. 


99 


The conference itself, however, was very impressive. 
There were four hundred people in attendance, including polio 
victims, doctors and specialists of various sorts, from many 
countries. From the Swedish delegates we learned that Sweden 
has an outstanding program of national health care which makes 
excellent provision for the disabled. My own presentation was 
on “Home Care and Independent Living for the Disabled and 
Severely Handicapped,”’ and in it I proposed, among other things, 
an international policy on safety in equipment for handicapped 
persons. 

The most interesting thing for me personally, though, 
was to see so many people on respirators that were fitted with a 
mouthpiece instead of being attached directly to the trachea, 
like mine. Apparently, American doctors seemed to think 
tracheostomies were unsafe for people living on their own at 
home, since there were few home care programs in the United 
States providing personal attendants to those on life-support 
respirators, at least from what I could gather. This was a proce- 
dure only for those who would remain permanently hospitalized, 
and so it was discouraged. The mouthpiece hindered speaking, 
and caused most people to talk through the side of the mouth 
while wearing it, and there was much dribbling and drooling of 
saliva as a result. The mouthpiece had to be removed for eating, 
thus requiring them to breathe on their own at least part of 
each day. This enforced exercise had an unexpected side-effect: 
they were all fairly slim, and none of them suffered from mid- 
riff bulge as I did. On the other hand, they admired the ease 
with which I could speak unemcumbered by any mouthpiece 
and, of course, I could remain on the respirator while eating. 

The conference lasted from the 6th to the 8th of 
May, and during that time we met many people and made many 
friends. It was a great confirmation of the wisdom of my doctors 
and a great encouragement for me in my struggles to live an in- 
dependent life. I was glad to have attended, proud to be able to 
show what we were doing in Canada, and grateful to all those 
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happy with the flight back to Chicago, during which the wires 
on my battery were ripped off, and my lap-board was left be- 
hind by the baggage people. I was happy to get back on an Air 
Canada flight, and happier still to return to Winnipeg and to my 
home. 

The trip was good for Clifford and good for me. The 
sight of those slim people in wheelchairs breathing on their own 
without respirators set me thinking that I could do this too. My 
doctors encouraged me to try, and so I began with three min- 
utes a day breathing on my own, using muscles in my neck to 
force air into my lungs, which is not quite the same as frog- 
breathing. Soon I was up to five minutes, then ten minutes, 
then twenty, then thirty minutes a day. Now, after almost two 
years, I am breathing over one hour a day on my own, and I can 
foresee the time rapidly approaching, hopefully, when I will be 
using the respirator only at night while sleeping. My fear of be- 
ing at the mercy of a machine has vanished, and my health and 
strength have greatly improved, as has my self-confidence. 

One of the dreams which I have nurtured for many 
years is to go to Rome to see the Pope. Last year, on the 16th 
of September, 1984, Pope John Paul II came to Winnipeg, and I 
was able to see him here. Once again, this involved me in a 
struggle. The Papal Visit Planning Committee had originally 
made no provision for the physically disabled to attend the 
special Mass at Birds Hill Park, just outside the city. In fact, 
through the media, so many fears were spread concerning the 
enormous crowds expected for this event, and all the possible 
dangers of being trampled or trapped at the site, that thousands 
of able-bodied people stayed away as well, which was really too 
bad, since most of the fears turned out to be quite unfounded. 

People in Equal Participation, Inc., went to work and 
persuaded the Planning Committee to set aside a special section 
at Birds Hill Park for the elderly and disabled, as well as special 
parking areas. Because of my dependence on my respirator at 
that time, and because of the difficulty of getting to a hospital 
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from the park in case of an emergency, I was eventually dis- 
suaded from attending the Papal Mass, and I went instead to the 
Ukrainian Catholic Cathedral of Saints Vladimir and Olga, where 
the Pope made a brief visit. He passed just four feet in front of 
me, and I was able to get a good look at him, and when I did, I 
burst into tears. It was another dream come true, though I still 
have not given up my ambition of going to Rome some day. It 
was another small triumph for P.E.P. too. In a recent visit to 
Winnipeg, Jack Murta, the Minister of State for Multi-Cultural- 
ism in Canada, noted that People in Equal Participation is the 
only group of its kind in the country, and said it should become 
a national organization. 

My most recent project is to go to university and con- 
tinue my education. I have come to realize that work is essential 
to my health, but there are very few jobs open to me with only 
my grade eight certificate. And yet I have seen so many of my 
personal attendants return to school and go on to professional 
careers, that I have often wondered why I could not do so too. 
I would like to be a social worker some day, even if it takes me 
ten years. Clifford has encouraged me, as have Dr. Benningen 
and many others. And so I have been investigating programs for 
Mature Students. 

The Vocational Rehabilitation Assistance Program of 
the Society for Manitobans with Disabilities has offered to sup- 
ply me with free transportation and a tape recorder, and I am 
presently taking courses in Science, Maths, Social Studies and 
Language Arts in preparation for an exam which will give mea 
Grade Equivalent Diploma, in order to get the Mature Student 
standing. At times it all seems overwhelming, and bouts of am- 
nesia brought on by anxiety do not make it any easier, but I 
have never been a quitter before, and I don’t intend to quit now. 

On the 2nd of May, Clifford celebrated his 41st birth- 
day. For both of us, it seems that, as one part of us has died, 
another part has burst into bloom. Maybe life really does begin 
at forty. But, whatever comes, we are both more aware of how 
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fragile and how beautiful life can be. We are beginning to be 
able to talk about death and about the difficulties I would be 
faced with if Clifford should die before I do. Just the other day, 
I called Continuing Care Services to ask about this, and was 
told that, if my husband should die, “It would be reasonable 
to start thinking about institutionalization.” Present policy is 
that no provision can be made for me without a family member 
living with me. In other words, it would not be acceptable for 
me to go on living on my own with 24-hour-a-day Home Care, no 
matter how much more economical, sensible and humane it 
may be. And so another great battle, perhaps my final one, is 
forming on the horizon. At the end of this month, I will be a 
delegate at a meeting, to be held at the Fort Garry Hotel here in 
Winnipeg, concerning the status of equality under the Charter 
of Rights, Section 15, regarding the handicapped. I intend to 
bring up the question there, since it is essentially a matter of 
rights and freedom. 

Meanwhile, I try to spend my life in giving life to 
others, and it is my hope that my story will give hope to others. 
I have just come back from speaking at the Robert Browning 
School on the subject of ‘Caring and Being Cared for in the 
Christian Community.’”’ I had been invited by Rev. Ted Hicks 
to speak to a group from the Westwood Presbyterian Church. I 
do talks like this because I think that the churches are still our 
best prospect for preserving the humanity and humaneness of 
our world, if only Christians and other people of faith can be 
persuaded of how badly they and their communities are needed 
by so many. The people I spoke to had brought many children 
with them that afternoon, and I enjoyed drawing them in. We 
had fun singing “Old MacDonald Had a Farm,” and the child- 
ren gathered around me, and asked very personal questions 
about the hole in my throat and the smallness of my arms, 
and displayed none of the fearfulness that adults usually dis- 
play in the presence of a physically handicapped person. 

I know that our fears are the biggest obstacle we have 
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to overcome in our efforts to reach out to others. I wish more 
of us could be like those little children, unafraid to approach 
people who seem different, unafraid to ask questions about the 
things that seem to separate us, ready to accept, and eager to 
laugh and sing and celebrate. If we could do these things, much 
of the difference and distance between ‘‘normal” and “‘handi- 
capped” people would disappear. We would begin to discover 
that everyone is handicapped in some way, visible or invisible, 
and that this is quite normal. There would be no need to label 
some people and put them away in institutions. In fact, we 
would insist that, if at all possible, they should be encouraged 
to remain in our communities, calling forth our gifts of com- 
passion and caring, and helping to open our eyes to the fears 
and wounds hidden beneath our many defenses, and in the 
process opening our eyes to our own need for understanding, 
healing, and love. 

Then, like Old MacDonald and Old Man Noah, we 
would be able to welcome all sorts of strange and wonderful 
creatures into the Ark of our communities and homes, rescuing 
them from a world that is in danger of being washed away by 
greed and selfishness, fear and indifference. We would, like God 
himself, become sources of life and breath for others, and 
sources Of peace for our suffering and wounded world. 
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11. IT’S GREAT TO BE ALIVE 


I feel that it is through my weakness and difficulty 
in being differently-abled, that I am desperately needed to 
promote, educate, and assist the community in overcoming 
every challenge in life. How I perceive the importance of 
myself is through the love and care I received from family, 
friends and neighbors. All the children on the block, family, 
neighbors, and friends offered me every ounce of their love so 
that I could be amongst them and fulfill their needs. They fed 
me, bathed me, watched over me, gave medication and assist- 
ed with life-supports. This made me want to be alive and to be 
thankful. 

My mother took me home to live during the depres- 
sion and although there was often no food on the table, I was 
nourished with my family’s love. I had four brothers and four 
sisters, but was never ignored or excluded and always com- 
pletely involved in all the day to day activities. This is what 
makes me offer myself as a pillar of strength to my family, 
friends and neighbors. Our Transcona community was the 
birth of home care for me and others. As the neighborhood 
became more educated and employed, it also became less 
available for my personal needs. So in 1968 through the 
efforts of myself and others the actual beginning of profes- 
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sional home care began. It became a reality of life for those 
differently-abled and those dependent on an institutionalized 
environment. It was great to be a pillar of strength to those 
who saw one like myself confined to an iron lung, wheelchair 
bound, and dependent on medical] devices for breathing and 
still being strong and independent. A living example of what 
can be accomplished through motivation, faith, self-esteem, 
being needed and loved and returning that tenfold and in hav- 
ing my disabled body equal and comparable to all others by 
gaining my education and receiving my grade twelve through 
correspondence courses at the age of forty. From there I was 
inspired to offer my services by attempting to go to the 
University of Winnipeg to help gain my degree in social work. 
My ultimate dream was to be a social worker and to help oth- 
ers. I was accepted as a first year student and began the daily 
travel to the campus. Unfortunately the dream ended when I 
was involved in a motor vehicle accident on route to the uni- 
versity one day. I was confined to bed for six months suffering 
from whiplash. All my physicians suggested that I discontinue 
university and gain other educational accomplishments by 
community involvement. My husband also requested that I 
leave my university studies as he was fearful for my safety. My 
friends now became more present to me as I became more 
available to them. 

Although I was now confined to bed due to the 
injuries that I received, I never gave up. I now became more 
involved with my organization People in Equal Participation 
Incorporated (PEP Inc.). Our organization continued to grow 
and received more media attention. I became the first person 
to fly to Vancouver on a Canadian Airline with the aid of life- 
support. In 1981 during the International Year of Disabled 
Persons I also became internationally known. 

I was shocked and appalled when Nancy B.’s 
Physician from Montreal contacted me by phone. She asked 
for my assistance to help her be released from the institution 
she was confined to due being on life-support and being a 
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quadriplegic. I wrote many letters on her behalf to members of 
parliament and the religious community that brought media 
attention to focus on this case. Her goal was to be released or 
to die by assisted suicide. She was not released so chose assist- 
ed suicide. Six months later Sue R.’s Physicians from 
Vancouver, B.C. also contacted me. She was in the same situa- 
tion as Nancy B. They asked if there was any possible way she 
could be released from the hospital and live in the community 
such as I was doing. I again used my every effort. Contacting 
politicians and requesting the religious community’s involve- 
ment. But after several months of struggle, there was no hope 
of being released. Sue. R. also committed euthanasia and thus 
began the trend of hopelessness. The news of a young girl 
Tracy Latimer came into my life. She was the image of myself, 
being severely disabled at the age of eight. My heart bled at 
the news of her assisted death at the hands of her father. I 
vowed to put my personal safety aside and risk ridicule and 
persecution to bring this injustice to an end. I intervened with 
the assistance of our barrister Grant Mitchell on the behalf of 
People In Equal Participation Inc. We did succeed in encour- 
aging all other major organizations representing the disabled 
and the religious community to become involved. I promised 
myself that I would become a shining light to others to pro- 
mote equal justice for all individuals without regard to race, 
religion, disability or ability. In the pain of losing my mother 
through cancer, through the struggle of all my life challenges 
and my husband now being disabled through heart bypass, I 
believe it is now time to share all of myself in not giving up. 

In 1995 I received a great gift. People In Equal 
Participation Inc. and myself received the Pledge of Heavenly 
Favors from His Holiness Pope John II. I was being recognized 
for my efforts, accomplishments and the grace of my goodness 
in being a friend to others. 
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12. AGING IS BEAUTIFUL 


It never occurred to me that I would reach the age of 
30, 40 or 50 because of my disability. Since the time I was 
young I was constantly reminded by family members, physi- 
cians and priests that I probably would not live to be a teenag- 
er. I have received the Last Rites three times in my life. Once 
while I was having back surgery for spinal fusion, once for a 
kidney removal operation and once when I experienced an 
aneurysm. Still to everyone’s amazement my life goes on. 
Aging for me has been the gift of time, a joy and an endorse- 
ment of love. Some people find aging difficult because they 
cannot reach out to others. I have learned to be the first in any 
situation to reach out. With more dependence comes more 
trust in the people who will be there for me. The reality of my 
aging is a dream come true. I am now crossing the bridge into 
the greatest stage of my life. I see the elderly as having the 
innocence of children. They harm none and love to be loved. 
They understand the natural gift of life and birth. 

With aging comes the change of insight and the under- 
standing of the difference I have made in the quality of my life 
and that of others. In 1998 the Canadian government accept- 
ed my husband’s and my proposal of self-management. In this 
way I became a community activist for a change in home care. 
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This program gave me the opportunity to be my own adminis- 
trator. This effectively cut government costs and put adminis- 
tration costs into the wages of my workers. I have the only 
self-management program in which I can hire my own nurses 
and support staff. Employees must directly contact me for a 
position. Family members may also be hired and paid as staff. 
This was an answer to my dreams: a godsend that has become 
reality. In this I have become a consultant to others wishing to 
be cared for in the love and security of a family setting. Alan 
Simpson, the founding father of the Independent Living 
Resource Centre of Canada became my motivation. He also 
was a post polio victim and he inspired me to take on the chal- 
lenge of this self-management program. In the last stages of 
his life he said, “Theresa I hope you will never give up and will 
always promote this program.” He called me a woman of guts 
and fortitude and said he looked forward to me doing this pro- 
gram. I would never take no for an answer. I camped on politi- 
cian’s doorsteps, and was never afraid to take on a new chal- 
lenge. Once when I crossed paths with Rt Honorable John 
Chretien, Prime Minister of Canada, he remarked, “there is 
that pillar of strength, Madame Ducharme and we have to be 
scared of her.” On October 14, 1998 the Honorable James 
McRae, Minister of Health for Manitoba and Yvon Dumont, 
Lieutenant Governor of Manitoba were invited for dinner to 
celebrate our 20th Wedding Anniversary. My husband and I 
always do something unique for our Anniversary. After dinner 
they asked was there anything special that they could do for 
us. I remarked, “Well my husband did the cooking and there 
are dishes that need doing.” That night James McRae washed 
and Yvon Dumont dried dishes and said, “No one could get us 
to do this at home, not even our wives.” They said that I had 
a powerful force within me that no one could say no to and 
that’s how I got things done. We video taped the great evening 
so that we all could share the pleasure of our loving and dis- 
tinctive home life with others. This showed the equality of 
everyone working together. Before the evening ended we 
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shared prayer, hugs and spoke of the experience of love in our 
lives that was their Anniversary gift to us. 

Many times I wondered what it would be like to be a 
widow, or to loose my eyesight or to be without human com- 
panionship. And in contemplating each of these challenges has 
produced a positive change in my understanding of aging. As 
we age I believe that God only gives us stuff we can handle. We 
will always have the strength to carry on until our natural 
death. Life and death are inevitable and it is our most 
courages and challenging source of love we can always over- 
come our challenges with faith. The reason that I am differ- 
ently-abled is so that I can share the gift of love with those I 
love to live and live to love. Many who have never heard, felt 
or received any source of love respond to me. They respond to 
the trust and love I share with family, friends, neighbors and 
support staff. 

The longer I live the more things change. Being able to 
leave the iron lung with the aid of “frog breathing” gave me 
more of an experience in community living. The manual 
wheelchair I lived in for 25 years was maneuvered by others. I 
was dependent for my mobility. I realized that more and more 
was needed in my life for a greater sense of independence as I 
found more people asking for my help and support. There 
were no support services for the wheelchair bound person. 
Repair services were only open on weekdays, with no after 
hours or weekend help. It was then that an electric wheelchair 
came into my life. This wonderful donation was presented to 
me by the Transcona Springfield Boy Scouts. Now through 
this new technology I have gained more freedom of movement 
and choice. This gave me a better way to be in the community 
so that I could be of more support to others. I never would 
have believed that this could happen. Without aging, I never 
would have been involved in this movement and change. 
Another technical change was that now the life-support respi- 
rator would be attached to the wheelchair giving me much 
added freedom of movement. With the respirator with me 
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always, I could speak non-stop without taking a breath. I 
could now go places and meet people. As before children were 
drawn to me. Children always ask if I was a granny because 
grannys are in wheelchairs and they always wanted to help 
with whatever they could. They would ask, “Are you in a high- 
chair? And “I will get something for you?” They were never 
afraid as I would always be smiling. Children are an innocent 
reflection of ourselves. They inspired me with their friendship 
and their wanting to learn and understand my disability. 

My mother, being a widow and being in the last stages 
of life, asked if she could stay in our home until her death. She 
said to me, “Theresa, hold my hand as God will call me soon. 
I want to be close. I need you as you once needed me.” This 
was the greatest exchange of love I had ever experienced. As I 
approach the last half-century of my life, I experienced more 
medical problems, more medical necessities and 24 hour care 
in the community through Self Management. I have been 
hearing daily for the past eight years that assisted suicide and 
euthanasia are the future for our aging, disabled, infirmed 
and mentally challenged population; for all those are not seen 
as contributors to our society. Many nights tears would swell 
into my eyes as I thought of the fight and struggle that would 
have to take place so that this would not be the way my life 
ends. Through my experience of aging I have been able to pro- 
mote myself as a woman of substance and courage. I believe 
that with my husband’s love and daily faith in prayer, I shall 
conquer this misconception of myself and others in the same 
situation. I still await more years to come if it is the Lord’s 
will and I look forward to it as I believe that aging is beauti- 
ful. 
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13. LOVE EVER AFTER 


Never in the history of my life did I believe that I 
would be married for 23 years to a man with grace, goodness 
and love, such as my husband Clifford. Through his illness of 
diabetes and a heart by-pass, he has never ever wanted me to 
be confined to an institution, even though at times his dis- 
ability made my care an extreme effort for him. He was the 
one who initiated and encouraged me to promote the Self- 
Management Program which would assist us in our time of 
need. I contacted politicians, friends, and advocates to guide 
and direct me regarding how to hire and maintain the support 
staff we needed. Before we were married, I never wanted to 
deal with the idea that marriage was even possible for me. 

It was Clifford that helped me see that I could live in 
my own home and be independent. He knew that once I was 
there that I wouldn’t reverse the decision. At times I was 
afraid of the change from my mother’s house to my own. I did- 
n’t really believe that I would live long enough to see my wed- 
ding day on October 14, 1978. The government wanted me to 
either stay at my mother’s or to live common-law as it would 
be cheaper. I had to force them to see that I had a right to be 
loved and married like everyone else. With marriage came 
many changes, surprises and the joy and understanding of 
intimate love. Through the joys and triumphs of marriage I 
found a greater strength in myself. Clifford had a full-time job 
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with Winnipeg Transit for 24 years; therefore we could main- 
tain a secure home life and not be on social assistance. With 
the example of our marriage, others we knew in wheelchairs 
also got married and learned to establish and maintain inde- 
pendent lives. We have managed to change and educate the 
public in seeing abled and differently-abled people together as 
life partners. Being at home alone all day I had to learn to 
manage my own support staff and routine so that my husband 
could keep to his busy work schedule. Now the roles have 
become somewhat different. With my husband’s disability as 
well as my own, we have combined our energy to care for each 
other. I had always depended on him to be the provider in 
making me feel secure. Now with all I have lived through I 
have become his strength as he is mine. Through Clifford’s 
gift of love I have become the person I am today. He has stood 
beside me in all I have ventured to do. Never criticizing, only 
applauding. Clifford has always been quiet and shy but he has 
an intuition about people. He proposed to me for seven years. 
I refused until he made me believe that our life and love would 
be perfect. He sees me for the whole and beautiful person I 
am. 

In 1998, I nominated my husband for the Caring 
Canadian Award, which he did receive! I wish to show every- 
one the level of my husband’s love. I wanted those labelled as 
disabled to be reassured that it was possible for them to 
receive the gift of unconditional love from another person. By 
promoting this nomination, I wish to prove that by being here, 
giving love and receiving love, that all people are equal in the 
ability to share their lives with others. And by not giving up 
and fighting in a courageous way that we all have a right to 
live and love. I tell people that I am contagious, infectious and 
incurable and its called love because God is love! 

My everlasting dream is to become a consultant to oth- 
ers. To share my life experiences as a self manager with self 
management. That was the original purpose of this book. In 
1981 we celebrated The International Year of the Disabled. We 
went on to celebrate the decade of the disabled. We are now 
moving into the millennium where we will be recognizing the 
equality of all peoples, abled, disabled, of all religions and 
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races. I have just received a letter from Uampala, Uganda, 
East Africa. Her name is Tumukunde and she is a student at 
Manerere Fine Arts University. She received my book from a 
lecturer at her university. I had met her on March 27, 1998 at 
a conference in the U.S. Having had polio and now being con- 
fined to a wheelchair she felt compelled to write to me. She 
spoke of her fight for equality and the conditions in her coun- 
try for disabled persons. She praised my efforts in advocacy. 
Her motto is: Disability is Not Inability and mine is: Not 
Disabled but Differently-Abled. She has asked me to respond 
to her letter so that she can share her life experiences and 
strengthen our friendship as members of the same family and 
advocates of the disability movement. Now that Air Canada 
has accepted the responsibility for transporting the disabled 
people, we may some day travel between countries and meet 
face to face. 

With my life and experiences I wish to do what others 
have not been given a chance to do. Their choice for their lives 
was taken from them. I would like to be the example of what 
when given a chance, a Differently-abled (disabled) person can 
accomplish, I do this in memory of all those who were not 
given a chance at life and love while here on earth. 
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